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The PACT of Patient Engagement: 
 





 Patient engagement has become a widely used term, but remains a poorly 
understood concept in healthcare.  Citations for the term during the past two decades 
have increased markedly throughout the healthcare-related disciplines without a common 
definition.  Patient engagement has been credited for contributing to improved outcomes 
and experiences of care.  Means of identifying and evaluating practices that facilitate 
patient engagement in care have become an ethical imperative for patient-centered care. 
This process begins with a definition of the concept. 
 Concept analysis is a means of establishing a common definition of a concept 
through identification of its attributes, antecedents and consequences within the context 
of its use.  Concept analysis is a methodology that has been used in social science and 
nursing as a means to resolve conceptual barriers to theory development in an evolving 
field.  The methodological theory was based in the analytic philosophical tradition and 
sustained during the 20th century by the strength of philosophical positivism in the health 
sciences.  This concept analysis is guided procedurally by Rogers’ evolutionary approach 
that incorporates postmodern philosophical principles and well-defined techniques.  This 
dissertation is informed by the expanded and updated perspective of the neo-modern era 
in nursing research, which advances the concept analysis methodology further.   
	
	
 An analysis of the concept underlying the term patient engagement in the 
scientific literature revealed four defining attributes: personalization, access, commitment 
and therapeutic alliance.  These defining attributes were derived through thematic 
analysis of over 100 individual attributes shared among six categories and three domains.  
The resultant definition revealed that patient engagement is both process and behavior 
shaped by the relationship between patient and provider and the environment where 
healthcare delivery takes place.  Patient engagement is defined as the desire and 
capability to actively choose to participate in care in a way uniquely appropriate to the 
individual, in cooperation with a healthcare provider or institution, for the purposes of 
maximizing outcomes or improving experiences of care. 
 In addition to the attributes of the concept identified in the literature, themes 
relevant to patient engagement were identified through inputs from six focus groups of 
persons living with HIV in New York City.  The focus group participants were convened 
to inform the development of a mobile application designed to support their healthcare 
needs.  Their experiences, insights and expectations were valuable in ascertaining those 
actions or behaviors that may serve to assist the patient in obtaining and adhering to care.  
The focus group transcripts were coded twice.  The first round occurred prior to the 
concept analysis of the literature and used emergent coding methodology to capture 
meanings independent of the findings of the concept analysis.  The second round 
occurred after the concept analysis of the literature and used the resultant attributes to 
perform a directed concept analysis of the transcripts.  The content analyses of the 
transcripts from the patient perspective supported and reinforced the attributes from the 
concept analysis. The focus groups also highlighted another important aspect of patient 
	
	
engagement, that of privacy/confidentiality, which had not been specifically addressed in 
the concept analysis of the literature.   
 The definition and the identified attributes serve as a heuristic in designing patient 
engagement strategies and as a basis for future development of the engagement concept 
in healthcare.  The supporting concepts for engagement, especially the role of empathy in 
the therapeutic alliance, require further clarification and debate.  While patient 
engagement may be promoted through face-to-face interactions or through health 
information technology, the defining attributes are invariable and should guide the design 
of engagement processes and tools.  Finally, the value of understanding and exploring the 
defining attributes of patient engagement in medical and nursing education becomes 
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Analytic Philosophy – early 20th century philosophy popular in the US and Great Britain; 
contrasts with continental philosophy in Europe (existentialism, phenomenology); based on 
principles of logical positivism and tries to improve upon natural language using modern logic to 
make it more unambiguous and capable of resolving philosophical problems.  
 
Antecedent – state or event that presents prior to manifestation of the concept. 
 
Approach – a theoretically sustained vantage point for analyzing a subject matter; more 
encompassing than a conceptual framework.  
 
Attribute – whatever may be predicated of an entity; characteristics or properties of a concept.  
  
Category – cluster of attributes or codes.  
 
Code – word or phrase that assigns a summative, salient or essence-capturing characteristic of a 
segment of language-based data. 
 
Concept – basic unit of thinking.  We have a concept of A when we can distinguish A from 
whatever is not A.  
 
Conceptual Framework – a scheme of defined and differentiated concepts used for the study of a 
particular subject; more precise than an approach.  
 
Consequence – state or condition that occurs following manifestation of the concept. 
 
Construct – an idea or theory containing various conceptual elements, typically subjective and 
not based on empirical evidence. 
 
Dispositional View – concept characterized by possible or potential behaviors. 
 
Domain – a sphere of activity or knowledge. 
 
Entity View – concept characterized as a “thing” (e.g. fact, animal, object, abstract idea). 
 
Essentialism- certain attributes are necessary to form the identity or describe the function of an 
entity. 
 
Hermeneutic – method of interpretation. 
 




Idealism – a philosophy that assumes that reality is mentally constructed and is skeptical that any 
mind-independent thing can be known; believes that our reality is shaped by our thoughts and 
ideas. 
 
Modernism – not a philosophical movement per se, but a reaction against tradition and the status 
quo following the industrial revolution. It sought to be progressive by rejecting conventional 
methods in the arts, and influenced philosophical thought during the late 19th and early 20th 
century.  Here, in science, a reductionist view that relies on in empiricism and rationalism in 
scientific inquiry.  
 
Neomodernism – a philosophy that is based in modernism, yet addresses the critiques of 
modernism by post-modernism. 
 
Ordinary Language Philosophy – grew out of the earlier forms of analytic philosophy, 
contemplates the use of everyday language to resolve philosophical problems rooted in 
misunderstandings of abstract use of language. 
  
Paradigm – a framework that gives organization and direction to scientific investigation.  
 
Positivism – a philosophy that every rational assertion can be scientifically justified using logic 
or mathematical proof. 
 
Postmodernism – a reaction to the assumed certainty of scientific or objective efforts to explain 
reality.  Reality is constructed by the individual mind as it attempts to understand its own 
particular and personal circumstances. 
 
Realism – universals exist independently of the mind; objects are the only real things while 
perceptions and ideas are secondary; includes materialism and naturalism; reality has an absolute 
existence independent of our thoughts, ideas and even consciousness. 
 
Term – a word or phrase used to describe a thing or a concept; may be the subject or the 
predicate of a proposition. 
 
Theme – an idea that recurs or pervades a document. 
 
Theory – a body of systematically related generalizations of explanatory value. 
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Chapter One: Introduction 
 
As contemporary healthcare evolves from a disease-centered to a patient-centered model 
(Stanton, 2002), the concept of patient engagement assumes a pivotal role.  As a result, the use of 
the term patient engagement has rapidly expanded in the health sciences. The concept has been 
referenced in literature published on patient-centered medical homes (Han, Scholle, Morton, 
Bechtel, & Kessler, 2013), cost-effectiveness research (Mullins, Abdulhalim, & Lavallee, 2012), 
use of technology for inpatient settings (Prey et al., 2014), out-patient chronic care management 
(Santana & Feeny, 2014), patient safety  (R. E. Davis, Jacklin, Sevdalis, & Vincent, 2007) and 
controlling healthcare costs  (Sandy, Tuckson, & Stevens, 2013).  Yet the explicit meaning of 
patient engagement remains vague and ambiguous.  Definitions may vary over time and across 
contexts, rendering the essential nature of the concept elusive. Nevertheless, the US National 
Coordinator (ONC) of Health Information Technology described patient engagement as one of 
the most underutilized resources in healthcare and a potential "blockbuster drug” (Schneider, 
2012) but has not provided a definition of the concept.  
Accompanying this emphasis on patient engagement is emerging evidence of an 
association between increased patient engagement and quality in healthcare (Coulter, 2011). The 
meaning of the concept of patient engagement deserves close scrutiny to inform future research 
into the relationship between engagement and quality of care.  Outcomes research requires 
specific constructs and variables to measure the impact of patient engagement strategies, while 






 Frequency of citations for patient engagement in the scientific literature has increased 
markedly since the introduction of the term in the 1990s, tripling between 2010 and 2013 in Web 
of Science. The use of health information technology to enhance patient engagement has 
received considerable attention through the development of patient portals and mobile 
applications, and may be an important factor contributing to the interest in patient engagement 
(Martin, 2012).  Conversations in social media and coverage by industry analysts reveal concerns 
about what patient engagement is and how to achieve it (Munro, 2013).   These concerns have 
arisen in part due to recent policy guidelines by the Centers for Medicare and Medicaid Services 
(CMS) that tie provider reimbursement to levels of patient engagement.  The varied and 
numerous references to patient engagement in the literature, combined with the emerging 
evidence of its potential to influence quality of care, constitutes a relevant case for an in-depth 
concept analysis to construct a definition by determining the core attributes of the concept.  
Problem Statement  
 The authors of a number of systematic reviews on topics related to patient engagement 
have expressed limitations in their analyses stemming from the absence of a consensus definition 
of patient engagement (AHIMA, 2012; Barello, 2014; Gallivan, Burns, Bellows, & Eigenseher, 
2012; Prey et al., 2014).   Patient engagement is undoubtedly a term that is complex and 
evolving, subject to the changing needs and expectations of patients and providers.  Recent 
public policy emphasis on patient access to health information dovetails with the expansion of 
information technology in healthcare settings, fueling an interest in devising patient engagement 
strategies.   The term patient engagement is emphasized in Meaningful Use criteria set by CMS 
that determine provider reimbursement levels, adding to the anxiety over the meaning and 





drawing on inputs from clinical practice, behavioral science, and public health, and thereby 
necessitating a common language of patient engagement.  Several patient engagement 
frameworks have been designed by non-profit organizations and public/private partnerships to 
serve the needs of particular stakeholders in health care by identifying actions or behaviors that 
support engagement.   While useful in their attempt to operationalize the concept, these 
frameworks differ in how they define the concept and tend to emphasize different theoretical 
aspects of patient engagement.  Therefore, it is necessary to establish a definition of the concept.   
 
Research Aim and Methods 
Aim 1:  To define the concept of patient engagement in healthcare as it has been used in 
the scientific peer-reviewed literature.  This aim will be met through concept analysis 
methodology advocated by Rogers (2000). 
Aim 2: To explore the attributes of patient engagement as they are described by persons 
living with HIV during the design of a mobile health tool.  This aim will be met through content 
analyses of transcripts of focus groups wherein participants discuss their information needs in 
managing their illness.  Initially, prior to the literature review, an emergent content analysis of 
the transcripts will allow identification of any themes surrounding the concept.  Following the 
concept analysis based in the literature, a directed content analysis of the transcripts will be 
based on the findings from Aim 1.  
 
Significance 
Defining the concept of patient engagement in healthcare may enable clinicians, 





settings that support the concept and influence the quality of care for patients.   Making explicit 
the meanings expressed by the concept will improve communication between healthcare entities 
through a shared understanding of the core aspects and variations of patient engagement.  
Further, knowledge of the attributes of patient engagement will help inform the development of 
health information technology in an endeavor to facilitate patient interaction with health services. 
Theory development surrounding patient engagement in nursing may advance based on a well 
understood concept of patient engagement.  Lastly, understanding of the concept may inform 
curriculum in the education of healthcare personnel concerning the actions and behaviors that 





Approaches to concept analysis mirror the approaches to the philosophy of science.  The 
two approaches that have been most influential in nursing science are positivism and 
postmodernism.  At about the turn of the 21st century, the strengths and weaknesses of these two 
approaches to research led to recognition of a new, more inclusive paradigm in nursing, that of 
neomodernism  (Whall & Hicks, 2002).  The neomodernist paradigm recognizes the vital 
importance of objectively verifiable phenomena and use of rationality, yet also considers the 
relativism of individual worldviews that imparts meaning on that which is studied and how the 
findings may be applied.   The precision and universality of positivism has unraveled many 
intransigent misconceptions in science over time, while postmodern thought has stimulated an 
awareness of the limitations of hegemonic discourse within the scientific disciplines and the 





Neomodernism attempts to reconcile two views of reality that have persisted over time in 
many branches of philosophy, one favoring a universal, essentialist and objective view, and the 
other a relativist, non-essentialist and subjective one.  These views contribute to a main division 
in 20th century philosophy of science between the realists and the idealists.  The realists 
generally follow the received view of the natural and applied sciences that relies on rationality 
and empiricism to produce a universal view of reality considered external to the individual.  The 
idealists accept a flexible and dynamic perceived view that accounts for individual perspectives.  
Characteristics of the two worldviews are reflected in the distinctions between positivism and 
postmodernism, and they appear in concept analysis as a philosophical question regarding 
whether a concept exists as an external reality or only in the mind of an individual.  Rogers  
(2000) traces this dichotomy further and identifies two schools of thought regarding concepts, 
the entity and dispositional views.  The entity view sees concepts as objects in external reality 
that are considered universal essences, abstract ideas, or words with specific meanings.  The 
dispositional view employs concepts as habits or abilities that can result in certain mental or 
emotional behaviors. Rogers, in favor of a dispositional view, offers the example of the concept 
of health that she believes could not be considered a fact or thing in itself (an entity), nor could 
an individual's concept of health be considered correct or incorrect due to the variety of 
conceptualizations possible based on one's background.  Wittgenstein, one of the foremost 
contemporary philosophers of language, contributed to an entity view of concepts early in his 
career and later made a complete reversal supporting the dispositional view by proposing that it 
was the use of words rather than the objects to which they refer that primarily determine meaning 
(Rogers, 2000).  The application of the realist and idealist perspectives continues to spur debate 





philosophical influences and would attempt to reconcile the merits of each in performing the 
analysis.  
These two possibilities parallel another debate in concept analysis; whether concepts are 
theory-formed (contextualism) or theory-forming (the building blocks of theory).  In the social 
sciences, Sartori (1984), the author of a concept analysis method cited by nurse theorists, 
assumes that concepts structure the sentence (a proposition which is intermediate to theory).   
Sartori noted that in moving from the qualitative to the quantitative, concepts are “hastily 
resolved and dissolved into variables” (p.10).  He warns that concept formation and construction 
of variables are distinct, and a better concept will yield a better variable. Conversely, “the more 
the variable swallows the concept, the poorer our conceiving” (p.10).   In this dissertation, I will 
assume that the concept precedes the theory (theory-forming) and agree with Sartori that, in any 
case, concepts are the basic units with which the health sciences actually performs and these 
units must be clearly defined. 
The philosophical worldviews represented by concepts are mediated through language.  
The use of language in the health sciences as the means by which findings in the empirical world 
are interpreted, shared, and advanced demands scrupulous accuracy. Language is also the vehicle 
by which a power differential (Foucault, 1972), between and among disciplines may be 
insidiously perpetuated over time unless its use is reflectively and critically examined. The entry 
of the term patient engagement into the realm of healthcare and its growth as a concept may be 
illustrative of a way in which language may act as a tool to further stakeholder interests, or as a 
means to apprehend a new undefined phenomenon.  Holmes (2002) described a process 
implicating the use of language in which nursing has sacrificed its own disciplinary hermeneutic 





paradigms surrounding the health sciences.  He related this process to the philosophy of 
Habermas who uses the term “colonization of the lifeworld” (p.70) to describe the process of 
“technicization” (where technical interests override practical and emancipatory ones).  Language 
used in research and clinical settings no doubt shapes the evolution of research and the inter-
subjectivity between and among so-called “patients” and “providers”.  Diverse and 
complementary methods to evaluate the use of linguistic terms representing concepts in 
healthcare, such as the various approaches to concept analysis, linguistic analysis, and semantic 
analysis may contribute to understanding a concept at the “meta” level rather than simply its use 
in each particular instance.   
Concerns regarding the insidious role of language in concept development may be 
reflected in one of Timmermans’ (2013) seven warrants for qualitative health sociology, that of 
“reframing dominant perspectives”: 
 
Concepts that have an intuitive relevancy and roll-off-the tongue quintessence 
may resonate widely.  Good concepts help elucidate recurrent practical concerns 
where people grasp for meaning….The trick….is to cultivate ways in which 
theories and concepts work for others. As with all theorization, there seems to be 
a tipping point where popularity denigrates into vulgarization with a loss of 
critical nuance.  (p. 6)  
 
In this dissertation, concept analysis will be used to “deconstruct” the prevalent but vague 





attributes as well as possible interpretations stemming from institutional and stakeholder interests 
according to the neomodern paradigm.  






         
       Chapter Two: Literature Review 
This initial review of the literature served several purposes.  First, it aimed to determine if 
the concept of patient engagement had been clearly defined within the healthcare literature.  
Second, it sought to ascertain a general impression of the scope of the use of the term patient 
engagement and its related concepts in the health sciences.  And third, it sought to review 
possible analytic approaches to defining the term.   A more focused review of the literature is 
described in Chapter Three as the basis for the concept analysis. 
The 2001 Institute of Medicine (IOM) report, “Crossing the Quality Chasm: A New 
Health System for the 21st Century”, introduced general principles to inform redesign of the 
health system to become more “patient-centered” (IOM, 2001).  These principles included 
continuity of care, personalization of care, locus of control transferred to the patient, information 
sharing, and transparency.  Several studies identified in a review by Coulter (2012) found that 
patients who experienced more patient-centered care as described by the IOM are more likely to 
trust their clinicians, more likely to adhere to treatment recommendations, and have lower 
mortality rates.  The recognition of these principles and their impact on outcomes are considered 
to have increased the emphasis on what is referred to as patient engagement (James, 2013).    
There have been past attempts to qualify the use of the concept of patient engagement 
through published systematic reviews in the health sciences.  One such review of the patient 
engagement literature was conducted as part of a scope-defining study in 2012 (Gallivan et al., 
2012).  A scope-defining study is a methodological framework in social science research that 
includes a review of literature of all types of studies without regard to quality of the study, 





research (Arksey & O'Malley, 2005). The specific aim of the scope-defining study was to gain a 
clearer understanding of the term patient engagement and what it means to different stakeholders 
in different health settings (Gallivan et al., 2012).   The study began with a definition of patient 
engagement provided by the regional Health Services Department of Alberta Canada as : 
 
...a broad practice of two-way interaction guided by a set of principles, processes, 
and activities that provide an opportunity for stakeholders to be involved in 
meaningful interactions. Engagement considers and incorporates the values and 
needs of patients, clinicians, and communities into health service decision making 
to enhance transparency and accountability. (Gallivan, Methodology, para 1).    
 
Yet, the literature review, focus groups, and interviews conducted for the scoping study 
performed by Gallivan et al. (2012) demonstrated the difficulty of capturing the definitions of 
patient engagement. While acknowledging the complexity of defining patient engagement, the 
authors identified the need to establish a common language in patient engagement.  They found 
that since the terms used to describe patient engagement are unclear and used differently in the 
literature, they are understood differently by patients, providers, and administrators, leading to 
ambiguity and confusion.  The scoping study concluded that there is a lack of consistency in the 
terminology and the definitions that exist around the concept. However, the analysis of terms and 
their definitions that were identified during the study suggested the existence of common 
conceptual attributes that may yet be explored.  
Prey et al. (2014) performed a systematic review focused on patient engagement 





engagement technologies is limited and that there are considerable gaps in knowledge regarding 
patient engagement in the hospital setting.  Further, the authors discovered that there was 
inconsistent use of terminology regarding patient engagement overall.   This absence of a clear 
definition of patient engagement may have been a limitation for the identification of appropriate 
literature as well as the ensuing analysis.  
The journal Health Affairs published an entire issue devoted to the study of patient 
engagement in February 2013, but the issue did not provide a consensus definition of the 
concept. The issue was introduced by the editor-in-chief with an editorial stating that patient 
engagement and activation are “distinguishable factors” in achieving the Triple Aim (improving 
population health, improving patient experience, and reducing cost) and she encouraged patients 
and providers to embrace engagement to meet its full potential to improve healthcare (Dentzer, 
2013). She stated that this new “[blockbuster] drug is actually a concept - patient activation and 
engagement - that should have formed the heart of health care all along” (p.202).  
Notwithstanding the enthusiasm for the topic, confusion may be generated by the mention of two 
concepts as one that she later designates as “cousins”.  Further, the editor states that the 
distinguishable factor of patient engagement is “variously defined”.  A Health Policy Brief  
(www.healthaffairs.org) summarized the findings of this issue of Health Affairs by reiterating 
that higher levels of “patient involvement” in healthcare are associated with improved outcomes, 
but the summary was unclear concerning the relationship with the specific concept of 
engagement.  The summary stated that further research will be needed to determine best 
practices for the broader concept of engaging patients (James, 2013).  Clearly, there is a need to 





The Nursing Alliance for Quality Care (NAQC) published a white paper sponsored by 
the Agency for Health Research and Quality entitled “Fostering Successful Patient and Family 
Engagement: Nursing’s Critical Role” (Sofaer, 2013).   The paper describes the “imperative” for 
the nursing profession and the NAQC to focus on patient engagement.  The conclusions were 
based on a consensus reached by a panel of national experts on a theoretical framework for 
patient engagement.  The report defined patient engagement as “involvement in their own care 
by individuals (and others they designate to engage on their behalf), with the goal that they make 
competent, well-informed decisions about their health and health care and take action to support 
those decisions” (p. 5).  The paper provided a strategic overview of the role of patient 
engagement in nursing through applications in research, establishing regulatory standards, 
offering incentives, fulfilling the professional role as advocates for patients, and ensuring patient 
engagement training within nursing education, as well as some specific engagement behaviors 
such as motivational interviewing and bedside change of shift.  The NAQC paper began to 
operationalize patient engagement in the practice of nursing and offered some insights on actions 
that may facilitate increased engagement.  
Evidence has accumulated over the last decade that patient engagement may influence 
healthcare quality, outcomes, and cost (Charmel & Frampton, 2008).  As a result, governmental 
and non-governmental agencies have attempted to integrate patient engagement into an 
institutional strategy (Coulter, Safran, & Wasson, 2012).  To assist in this process, the Agency 
for Healthcare Research and Quality (AHRQ) has developed a “Guide to Patient and Family 
Engagement in Hospital Quality and Safety” that offers evidence-based advice to help hospitals 
implement specific engagement strategies.  The guide provides comprehensive detailed guidance 





the hospital setting: Working with Patients and Families as Advisors, Communicating to 
Improve Quality, Nurse Bedside Shift Report, and IDEAL Discharge Planning. The guide 
suggests alterations to the clinical and administrative functions in a hospital setting to 
accommodate patient understanding and involvement in care.  Any findings relative to the 
application of this concrete contribution in hospitals in attempting to improve patient relations 
may help inform the abstract theoretical concept of engagement. 
The Commonwealth Fund published a study on patient engagement in 2011 concluding 
that patients engaged in their own care receive higher quality care, experience fewer medical 
errors, and have more positive views of the health system (Osborn & Squires, 2012).  The 
measures of an engaged patient in the study were based on survey questions to patients that 
included time spent with the clinician, understandable terms used during interaction, and the 
opportunity to ask questions.   The survey questions were chosen by the authors to detect three 
dimensions of patient provider interaction that they believed to be facilitators of good 
communication.  Communication was the measure of patient engagement in this case and the 
results of this study may suggest the importance of this factor in patient engagement.   
Patient Engagement Frameworks 
Several non-profit institutions have published their position with respect to patient 
engagement with the creation of detailed frameworks to describe and implement engagement 
strategies.  Three widely cited frameworks include those created by the Center for Advancing 
Health (CFAH), National eHealth Collaborative (NeHC), and the American Institutes of 
Research (AIR). These frameworks have explored the nature of patient engagement and its 
applications, but the frameworks vary considerably and the definitions, when provided, reflect 





  The non-profit CFAH, whose mission is “to increase people’s engagement in their health 
care” developed the “Engagement Behavior Framework”  (Center for Advancing Health, 2010).  
CFAH defined patient engagement as the “actions an individual must take to obtain the greatest 
benefit from the health care services available to them” (p.2).  CFAH also noted that engagement 
is not synonymous with patient compliance, but rather a “process of harmonizing robust 
information and professional advice with his own needs” (p.2).  The framework contained a list 
of specific tasks within 10 categories such as finding care, communicating with providers, 
paying for care, etc, that a patient would undertake to become engaged in their healthcare.  The 
behaviors listed in the framework were developed through extensive literature reviews and 
diverse key informant interviews.  During the 14-month development process, the framework 
underwent a number of iterations and external reviews.  The authors stated that the result 
provides a basis for concrete measures of behavior that should guide the reorientation of care 
toward patient-centeredness, constituting a first step toward tracking engagement.  Yet, they also 
cited an ongoing need to be able to determine who does and does not perform each of these 
behaviors to inform decisions about the kind of information, guidance, and support needed by 
patients.  Wide application of this framework is not yet present in the literature, but it has been 
used in nursing as a guide to develop an mHealth strategy for chronic disease management for 
clinical nurse specialists (Shapiro-Mathews & Barton, 2013). 
Another framework was created by the NeHC, a public-private partnership created to 
support national eHealth initiatives and accelerate consumer engagement through the use of 
health information technology  (Collaborative, 2014). According to the World Health 
Organization, eHealth is the transfer of health resources and health care by electronic means. A 





communication devices by consensus at the inaugural session of the annual mHealth Summit 
sponsored by the Foundation for the National Institutes of Health in 2009.  The NeHC 
framework aligned itself with the stages of Meaningful Use, or the thresholds set by the CMS 
that determine provider eligibility for incentive payments for instituting an electronic health 
record system in their practice. The framework did not explicitly define patient engagement 
within the document, but listed products (forms, instructions, directories, care plans, data, 
records) and activities (reminders, decision aids, care management) associated with patient 
involvement at various stages along the care continuum, and even used “engage me” as one of 
the six phases that involve health monitoring and receiving text reminders.  The engagement 
behaviors were assigned to phases that increase in complexity in accordance with the stages of 
the Meaningful Use program.   The framework was designed to inform further application of 
health information technology rather than to clarify the process of patient engagement itself, as it 
clearly focused on access to data without reference to other facets of the patient experience. 
 Carman and coauthors from the AIR, a large behavioral and social science research and 
evaluation organization, devised a framework entitled “The Multi-dimensional Framework for 
Patient and Family Engagement in Health and Healthcare”.  Carman defined patient engagement 
as  “patients, families, their representatives, and health professionals working in active 
partnership at various levels across the healthcare system - direct care, organizational design and 
governance, and policy making - to improve health and healthcare.” (Carman et al., 2013). 
Carman’s focus was on the element of shared decision making.   The framework places 
engagement on a continuum within three distinct arenas: direct care, organizational participation, 
and policy setting.  Partnership and shared leadership reside at the highest level on the 





influencing engagement: the patient (beliefs about patient role, health literacy, education), the 
organization (policies, practices, culture), and society (social norms, regulations, policy).  The 
results of the analysis of the framework led the authors to pose the more specific question, “What 
factors, or combinations of factors, exert the greatest influence on patient engagement?” (Carman 
et al., 2013).  
Each of these three frameworks considered inputs from a number of disciplines to 
produce a comprehensive document appropriate to their objectives (Table 1).  The CFAH 
framework includes issues beyond data sharing and focuses on patient tasks, such as preparing 
interactions with the provider and discussing end-of-life planning with family. The NeHC 
framework was constructed in the context of mHealth and focuses on patient access to data. The 
AIR focuses on the participative decision making functions at both the individual and 
community levels to counter the traditional paternalistic healthcare models and support patients’ 
potential for greater responsibility and leadership. Already, in these three engagement 
frameworks, the shift of the subject from I (the patient) to it (the data) to we (the provider-patient 
dyad, or individual-community relationship) is evident.  Evaluation and synthesis of the salient 
scholarly literature that informs these and other frameworks may contribute to harnessing the 
attributes of patient engagement into a coherent conceptual definition, as well as identifying 
contextual factors that influence use of the term.  These three frameworks are summarized in 
Table 1.  
The frameworks described above are not intended to be all-inclusive, but they are 
frequently cited in the literature. At approximately the same time period as the release of the 
CFAH framework, the not-for-profit Institute for Healthcare Improvement (IHI) proposed a 





absence of a widely embraced framework for patient, consumer, or public engagement was cited 
as the rationale.  Conway stated that while many interventions for patient engagement exist, there 
are loose or non-existent connections between them and that no comprehensive framework exists 
for engaging patients.   Conway also noted that there are many possible definitions of the 
attributes of patient engagement and instead offered three definitions of “patient-centered care”.  
Common to all three definitions, he points out, are the importance of the sense of "we" in the 
areas of control and shared ownership.  Conway’s model is similar to Carman's, with four 
engagement levels ranging from the macro to micro environment and four dimensions including 
respect, information, participation, and collaboration, with examples provided for each 
dimension at each level.  While the model was described by the author as a modest beginning, it 
was intended to introduce the possibilities for building a comprehensive system supporting 
patient engagement.  The influence of Conway’s effort on the other frameworks is unclear, but 
the ensuing frameworks appear to have added to that effort, yet without creating a 
comprehensive definition of the concept.    
 Patient engagement has been described in various contexts that highlight its 
potential components, most often at the program level, without venturing a comprehensive 
definition or attempting to distinguish the concept from similar concepts or its use between 
disciplines at the point of care.  This leads to a lack of clarity regarding the meaning of patient 
engagement which must be resolved in order to answer the next logical question, posed by 
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Patient Engagement and Health Information Technology (HIT) 
The National eHealth Collaborative sponsored an on-line stakeholder survey of 
healthcare providers and administrators in 2012 to inform the creation of their Patient 
Engagement Framework (Collaborative, 2013)  The response rate and demographics of the 
respondents were not provided, but 95% of the 185 respondents indicated that patient 
engagement was “important” or “very important”.  Among the choices provided to describe 
patient engagement, 64% of responses selected the option of “patient uses educational material 
and on-line resources to learn about better health” to describe patient engagement, while 38% of 
responses selected “timely patient-provider communication”.  Other questions on the survey 
revealed similar responses that favor the use of on-line tools over face-to-face interaction as 
more descriptive of patient engagement.  
 Meaningful Use. The US Department of Health and Human Services Health 
Resources and Services Administration describes patient engagement as the second of five health 
policy priorities for the Electronic Health Record (EHR) Incentive Program funded through 
CMS.  Appropriations for the program are allocated through the HIT Economic and Clinical 
Health Act (HITECH) associated with the American Recovery and Reinvestment Act of 2009.   
CMS sets the standards for provider reimbursement based on patient engagement levels. Yet, 
there is limited understanding of what patient engagement is and how it will be measured 
(Kernisan, 2013).  Further, setting requirements for patient engagement at the policy level raises 
potential questions regarding the implications for later stages such as "what happens when 





patient engagement in eHealth strategy and providers’ responsibility to implement the strategy 
adds urgency to the creation of a clear and explicit definition for the concept. 
 Chronic Disease Management.  Chronic disease (e.g., cardiovascular disease, 
cancers, diabetes, and chronic lung disease) accounts for two thirds of deaths globally and 85% 
of healthcare costs in the US (Shapiro-Mathews & Barton, 2013). Self-management of chronic 
disease using technology is advocated as a lower cost and effective option to face-to-face 
interactions (Ramanathan, 2013) and as a means to reach isolated populations  (Pellowski, 2012). 
Strategies to support patients in managing chronic disease rely increasingly on mobile health 
technology (Hung et al., 2013). The Pew Research Center released data in 2012 that over half of 
US adults own smartphones and, among them, over one third used them to seek medical 
information, and the trend continues (Pew, 2012).  
Mobile Health Technology. From the healthcare provider perspective, mobile health 
technology has the potential to engage the patient by extending the range of biomedical 
interventions through collaborative tools (Curioso & Mechael, 2010) and real-time round-the-
clock health monitoring (Dobkin & Dorsch, 2011; Varshney, 2007). From the patient 
perspective, such technology may address the psychosocial aspects of care through patient 
empowerment and social support with unrestricted access to information and on-line support 
communities (Hung et al., 2013).  The relationship between provider and patient may be 
augmented through mobile technology as a potentially efficient medium for correspondence.  
 Effective use of mobile technology as a patient engagement tool is at the forefront of 
the healthcare industry (Kumar et al., 2013) affecting all stakeholders, and with a variety of 
objectives.  Progress toward a common understanding of the concept of patient engagement may 





Mobile health technology seeks to alleviate administrative, financial, and logistical burdens for 
both providers and patients, but its role in increasing patient engagement has received a mixed 
response. Over 40,000 health-related mobile applications were available in 2013, but an 
assessment of their functionality found over 50% of the applications were receiving fewer than 
500 downloads (IHI, 2013).  Providing electronic tools for patient engagement does not 
necessarily mean the patient will engage with the tool, his healthcare, or his provider. Further, 
patients who are more likely to use eHealth or mHealth tools may already be more inclined to 
participate in their care.  According to patient activation expert Judith Hibbard, no evidence yet 
exists that electronic access actually raises the level of engagement, nor engages more patients 
(Hibbard & Greene, 2013). Although mHealth tools may be determined to enhance patient 
engagement by simply increasing convenience for the segment of the population using on-line 
access to records, thus far, little evidence regarding the impact of mHealth on health outcomes or 
cost effectiveness is available (Gurman, Rubin, & Roess, 2012).   
Concept Analysis in Nursing   
 Concept analysis in nursing began as a means to develop theory specific to the 
growing academic discipline to differentiate itself from medicine and recognize the valuable and 
distinctive contributions the nursing discipline may offer.  The examination of concepts in 
nursing may be traced to Catherine Norris (1982) who published a detailed book on concept 
clarification.  Reed (1997) added emphasis to concept development in nursing by pointing out 
that knowledge development at an abstract level is a necessary component for a discipline to 
have jurisdiction over its practice. Rogers  (2000) identified a continuing need for concept 
analysis because many of the problems that are paramount in nursing are conceptual in nature.  





 During the 1970s and 80s, according to Rogers, nursing had a positivist orientation 
resulting from its alignment with biomedicine that informed the popular approach to concept 
analysis by Walker & Avant (1995). Many of the concept analysis methods in nursing, including 
that of Walker & Avant, drew to some degree upon the basic analytic method outlined by John 
Wilson (1971)  used in secondary education.  Early nursing theorists, no doubt influenced by 
nursing departments situated within schools of education for graduate level work, found Wilson's 
method of developing conceptual frameworks useful in developing theory unique to nursing. 
Wilson's analytic methods were associated with mid 20th century ordinary language philosophy 
tradition, which is closely related to logical positivism. Nursing was perhaps predisposed to 
adopt a method of concept analysis from this iteration of analytic philosophy, which was the 
predominant philosophy in the US at that time.  Later, Rogers incorporated a philosophical 
approach more adapted to the postmodern turn in nursing scholarship. Rogers challenged the 
empirical orientation of Walker & Avant and their focus on theory development without 
attention to the resolution of conceptual problems.  Rogers offered two advantages with her 
Evolutionary Method of concept analysis - a well developed philosophical basis for the 
epistemology underlying the method, and attention to the meanings of concepts themselves as 
part of knowledge development, rather than simply as elements of a theory. 
 Several methods of concept analysis have been created (Table 2), including those by 
Walker & Avant (1983,1988, 1995, 2005), Rogers (1993, 2000), Chinn & Kramer (1983, 1987, 
1991), Schwartz-Barcott & Kim (1986, 1993), and Sartori (1984) in social science.  Since the 
1980s, over 100 concept analyses have been published on a variety of topics and the methods of 
Walker & Avant and Rogers remain the most widely used in nursing.  Rogers' method was a 





underlying the approach to concept analysis.  She recognized the role of philosophy of science 
on epistemology in nursing research and observed the influence of logical positivism on concept 
analysis methodology.   Consonant with the rise of postmodernism that began to exert its 
influence in science and to expand the patterns of knowing (Carper, 1978), Rogers created a 
concept analysis methodology that incorporated postmodern philosophy with a qualitative 
approach and a more rigorous strategy of data selection and analysis.  While there is criticism of 
Rogers' failure to meet some of the tenets of postmodern thought that she espoused (J. E. 
Hupcey, Morse, Lenz, & Tasón, 1996), she has made an important contribution to nursing 
science in its attempt to analyze the philosophical bases of nursing theory and to use that analysis 
to move concept development forward and expand the venues for knowledge development.   
 Now, as philosophy of science progresses through an era described as 
neomodernism, especially in the health sciences, and most clearly in nursing (Whall & Hicks, 
2002), concept analysis methodology must progress as well.  Reed (2006) refers to a "re-
enchantment" of nursing science that balances the metaphysical with a critical awareness of 
history, context and free will.  This re-enchantment may be manifest in part by a re-examination 
of concepts used in nursing and shared by its partners in healthcare.  Rogers’ postmodern 
approach to concept analysis may be adapted through incorporating neomodern concerns in the 
analysis of patient engagement to yield an updated methodology appropriate to contemporary 
views of nursing science. 
  Rogers Evolutionary Method is an inductive, iterative, descriptive process that occurs 
simultaneously with literature retrieval.  Once the appropriate realm of literature is identified 
through a systematic process, data are extracted by identifying attributes (critical elements that 





(outcomes of the occurrence of the concept).  Further thematic, temporal, and semantic analysis 
of the data may occur based on the findings.  
The Rogers method of concept analysis assumes a dispositional worldview in contrast to 
the essentialist view that she claims has predominated in earlier approaches to concept analysis.  
That is, concepts are not fixed entities, but mental representations subject to change over time 
and subject to interpretation. She established her method upon a strong philosophical foundation, 
based primarily in the contemporary postmodern thought of Wittgenstein and Toulmin.  The goal 
was to identify a current consensus of what is common in the use of a concept, without imposing 
a priori criteria or the researcher’s expectations on the analysis.  
A concept, according to Rogers, is by definition a cluster of attributes, and analysis is 
used to break it apart to identify its constituent components.  Despite attempts to reach a 
consensus on the important attributes, a strong emphasis on context is retained to understand the 
use, development and application of the concept in different settings. Chinn & Kramer (2005) 
further describe concepts as mental abstractions or units of meaning derived to represent some 
aspect or element of the human experience.  Walker & Avant  (1995) stipulate that concepts 
never take a concrete form.  They are a mental image, but never the thing or behavior itself.   
The aspect of contextuality, as a tenet of postmodernism, raises some concern in 
distinguishing the philosophical bases for the methods.  Risjord (2009) explained that there is no 
contradiction between contextuality and the realism inherent in the positivist approach.  In 
"moderate realism" described by Hupcey & Penrod (2005), concepts are elements within a 
theory; when the theory advances based on new evidence, the context of the concept is altered, 
but is still based on an objective external reality.  This differs from the postmodern view of 





Fundamental understandings of concepts influence the analysis, in terms of whether concepts are 
to be developed as the building blocks of theory (theory-forming) or if concepts get their content 
from the context of theory (theory-formed).
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Using a neomodern approach, elements of both realism and relativism may be considered 
in the analysis.  The positivist approach indicates that a degree of precision based on external 
measures are required for the use of scientific concepts to support construct validity and the 
conceptual clarity necessary for theoretical integration. The postmodern approach is cognizant of 
how those measures were chosen and the possible individual perceptions of those measures. 
Rogers (2000) states that the goal of concept analysis is not to reveal precisely what the concept 
is or is not, but to serve as a “heuristic by providing the clarity necessary to create a foundation 
for further inquiry and development” (p.84).   The results can be applied and tested in the 
concept development phase where contributions to the discipline can be assessed.  While concept 
analysis is aimed at definition, there are secondary outcomes that may be useful, such as 
identifying the initial emergence of a concept and its postmodern implications as a derivative of 
concepts of social and public policy.  
Summary 
           The review of the literature to assess the state of the concept of patient 
engagement and the range of existing definitions reveals the lack of clarity and consistency 
within the health sciences literature on the definition of patient engagement, a term that has been 
employed frequently by researchers, clinicians, commercial healthcare entities and policy-
makers. An attempt to discern the meaning of the term in various settings using concept analysis 
methodology adapted to contemporary philosophical approaches may serve as a means to emerge 
from the conceptual muddle.  The clarity achieved may establish a foundation for defining 






     Chapter Three:  Methods 
 
 
 This dissertation is a sequential study that is comprised of a concept analysis based in the 
literature combined with a content analysis of focus group transcripts.  The sequential analytic 
framework seeks to define a theoretical concept of a key term in healthcare by using a method 
based in Rogers’ Evolutionary Method of concept analysis and utilizing a fieldwork component 
that explores the application of the concept to a specific patient population. The chronological 
sequence of steps in the methods is described below in Figure 1, while further description of the 
steps are described within the sections detailing the methods corresponding to their respective 
aims.  This sequence was chosen to facilitate an emergent coding process for the focus group 
transcripts prior to any conceptualization resulting from the review of the engagement literature. 
 
 
Figure 1.  Chronological Sequence of Steps in Study 
 
Aim 1:  To define the concept of patient engagement in healthcare as it has been used in the 
scientific peer-reviewed literature.  
The steps described in Roger’s Evolutionary Method (Rogers, 2000) were used as the 
basis for analysis of the concept of patient engagement.  Each step was examined for its 
appropriate application to this concept in light of neomodern perspectives.  The method is 























1) Identify the concept of interest and its associated expressions  
2) Identify and select an appropriate realm (setting and sample) for data 
   collection 
3) Collect data relevant to identify; a) the contextual basis of the concept including 
    disciplinary, sociocultural and temporal variations, and b) the attributes, antecedents 
    and consequences of the concept 
 4) Analyze the data regarding the above characteristics of the concept. 
 5) Identify an exemplar of the concept, if appropriate.  
 6) Identify implications, hypotheses, and potential for further development of the 
             concept. 
 
The six steps were followed as described below: 
1) Identification of the concept of interest 
The concept of patient engagement was identified due to its frequent, wide ranging 
references in recent literature, often in association with mHealth initiatives and with implications 
for improved quality of care. The initial literature review in Chapter 2 identified some possible 
related expressions including patient participation and activation.  Other related terms such as 
patient empowerment were identified during the full review of literature for comparison because 
it is possible that the same concept may be expressed using different terminology.  
Discrimination between these terms occurred in the analysis stage and informed the definition of 
the concept.   
 





Since this concept analysis aims to make explicit a theoretical definition of patient engagement 
for use within the health and psychosocial sciences, the data collection was limited to the 
scientific literature principally in medicine, nursing, psychology, public health, the allied health 
services and the sociomedical sciences, including health policy. It is common for concept 
analyses to include a purposive sample of works beyond the scientific literature, such as popular 
media, landmark texts, and the arts, according to the aims of their analyses.   However, in this 
analysis the data was limited to the scientific literature to focus on the state of the science in 
healthcare.   The search strategy was designed to capture as many articles as possible where 
patient engagement is used as a meaningful term in order to have a comprehensive sample of its 
use throughout the health sciences, but it does not pretend to identify every possible existing 
article evoking the concept for the time period specified.   
 Databases searched include SCOPUS (encompasses Medline and EMBASE databases), 
CINAHL, Web of Science and Psychinfo using the term “patient engagement” in the title, 
keyword, or abstract.  Also, the terms patient engagement (without quotes) OR "engag* patient” 
were searched in the title.  This search provided a wide sample to identify uses of patient 
engagement in a variety of contexts.  Related terms such as patient participation, activation, 
involvement and empowerment were searched for comparison during step 4. The articles were 
written in English as the analysis is a linguistic exercise, but were not limited to the US-based 
literature since terminology in the health sciences literature is shared among English speaking 
countries.  This also offered an opportunity to make comparisons between countries.  The time 
frame spanned from January 1, 1990 to June 1, 2014 because a preliminary review revealed that 
the term was not introduced into the indexed literature until the 1990s. Articles included research 





monographs contained in peer-reviewed journals.   Exclusion criteria were articles that are not in 
the English language, do not employ the term within the article itself, and white papers published 
by commercial entities that interpret and reiterate evidence from earlier research studies. 
 The search yielded 722 items whose abstracts (or full text when no abstract available)  
were scanned to identify articles that used the term patient engagement as an autonomous 
concept, independent of the terms and concepts that surround it.  For example, patient 
engagement may serve as a placeholder that adds no meaning to a phrase, such as “patient 
engagement in medication adherence” instead of simply “adherence to medication”. Or patient 
engagement used as a synonym for participation or retention in care, as in “engagement in care”.  
In these two examples patient engagement would not be considered an autonomous concept.  
These expressions were usually followed by the preposition in or with, and no other mention of 
engagement is expressed in the article.  Those articles that utilized the concept of patient 
engagement in an autonomous, contextualized or meaningful way, rather than as a replacement 
for an active verb as in the examples, were retained, leaving 202 articles.   These 202 articles 
were reviewed to identify those that employ patient engagement as a main topic of the article, as 
a variable in a study, or as a key concept that is defined, described, or developed in an explicit 
way within the article, leaving 96 articles which are herein referred to as the literature included 
in the analysis.  The literature review diagram is represented in Figure 1. Differences between 
disciplines were noted, especially between those of medicine, nursing, psychology and public 
health.  The distinctions were made according to the disciplinary affiliation of the first author and 





















Figure 2.  Selection of Literature for Analysis 
 
3) Collection of relevant data  
During abstract review, data including authors, title, date of publication, disciplinary and 
institutional affiliation, country, and related expressions were noted. After the final sample was 
selected based on the inclusion criteria, articles were reread to gain a sense of the tone and theme 

























of the concept.  The context for the use of the concept was noted in terms of the policy, clinical 
or research activities associated with the concept.   
All attributes were not immediately evident in the text of the articles, but “implicit 
meaning may be derived through an analysis of the positioning of concepts in a theoretical frame 
or by linguistic cues”  (Hupcey & Penrod, 2005).  Specific, individual attributes became evident 
in each of the 96 articles by consideration of explicit use where possible and by placement in the 
context of the article and the intent of the phrase.  For example, an article by Hsueh et al. (2014) 
identifies a need to design patient engagement instruments, but the concept of patient 
engagement is not defined in the article.  Patient engagement is argued to be “important to help 
patients become more informed and active in managing their health” suggesting cognitive and 
behavioral attributes, such as “knowledge” and “involvement in care”.  In recommending what 
they believe to be appropriate measures, the authors provide rationale for the instrument to be 
capable of adjusting to individual capabilities in terms of difficulty level and allowing for 






definition	as	attributes.Words or phrases that represent attributes of patient engagement as they 
presented in each article were added to a list recorded on an excel spreadsheet. The antecedents 






To ensure an unbiased interpretation of the data, the process of identification of 
attributes, antecedents, and consequences was verified by two other post baccalaureate students 
in the health sciences.  A sample of ten articles per student were coded to compare the process of 
selection of attributes, antecedents and consequences.  Any attributes not noted earlier were 
discussed and added if appropriate. Key phrases and quotes were noted, along with the 
alphanumeric code assigned to each article and the page number of the source article. Articles 
were reread as necessary until no new insights on the attributes, antecedents, and consequences 
were identified.   
   
4) Analysis of the data 
 Frequency of use of the term patient engagement over time and within each discipline 
was calculated and any characteristics particular to use of the concept within the discipline was 
identified.  The development of the concept over time was considered through a thematic 
evolution of the concept in the literature. Contrary to the procedure of concurrent data collection 
and analysis common to qualitative research, Rogers recommends delaying formal analysis to 
near the end of data collection (Rogers, 2000). However, the iterative nature of the procedural 
steps served to develop insights that may be applied during review of the literature.  While 
insights gained during data collection were maintained in the researcher’s journal, delaying 
formal analysis avoided drawing premature conclusions and the impression of data saturation 
prior to sufficient exposure to the concept.   
 The complete list of attributes was reduced by combining synonyms and like phrases. 
Using content analysis, the reduced list of attributes was reviewed, organized, clustered, and 





environment) and then reorganized into six categories (time, activity, cognition/emotions, ethics, 
communication/connection, and process)  to gain a sense of the dimensions and the properties of 
the concept. Through the hermeneutic process of thematic reflection at the micro level (by 
organizing the attributes) and the macro level  (by rereading of the articles), a coherent, 
comprehensive yet parsimonious set of descriptors that serve as the defining attributes of the 
concept were generated from across categories and contexts. The antecedents and consequences, 
which were far fewer in number and self-evident in meaning, did not undergo further 
clarification or reorganization.  
The coding sheets and the researcher's journal were reviewed by the students from step 
three to verify the validity of the thematic coding and decision processes as well as to suggest 
further insights into the use of the concept. The existence of the defining attributes was validated 
by two post-baccalaureate students with an interest in the health sciences.  The students reviewed 
10% of the literature included in the analysis to verify the presence of the attributes within the 
articles and added additional insights into attributes of the concept.  The students were unfamiliar 
with the concept of patient engagement prior to their review, so their perspectives on the 
attributes in the context of the literature were free from prior conceptualization. 
The applicability of the defining attributes that were identified thematically was verified 
and refined through a return to the literature and evaluating the presence of the four defining 
attributes within the 96 articles.  The presence of the attributes within each article and the 
frequency of appearance of the attributes for each discipline were noted.   Then, ten percent of 
the articles were reviewed by post-graduate reviewers with prior experience in patient 





Commonly used terms related to the concept of interest during the literature review were 
identified. Related terms include surrogate terms (synonyms) and associated terms (terms that 
share some attributes with the concept).   Related terms in quotes were searched in the same four 
databases in combination with the term defin* to identify literature that may be used to compare 
the concepts.  
Further credibility for the analysis is maintained through an audit trail of the work 
processes, decisions, and interpretations in the researcher’s journal as well as maintenance of the 
database in which the notes on each article is recorded. The large sample size offers a degree of 
structural corroboration supporting credibility.  Eisner (2001) describes evidence as structurally 
corroborative when pieces of evidence validate each other in that they fit together, make sense, 
and the facts are consistent.  Guba and Lincoln (1981) describe structural corroboration as the 
result of extensive time and effort spent in repeated observation.  The repeated readings will 
generate themes that emerge from the literature regarding the use of the concept of patient 
engagement.  Rigor was supported throughout the process through the use of peer review in 
collaboration with the researchers identified in step three. Validation of the appropriateness of 
the defining attributes was obtained by review of 10% of the literature included in the analysis by 
three post-graduate researchers with research and practice experience with the concept of patient 












5) Identifying exemplars  
  Potential exemplars (model cases) were noted during the article review and were 
revisited during the iterative stages of the data analysis to select an exemplar that demonstrates 
application of the defining attributes in the final stages.  In contrast with other concept analysis 
methods, Rogers suggests identifying the model case from the data rather than constructing a 
model case based on the attributes in order to avoid researcher bias.  One exemplar was selected 
that illustrated the four defining attributes in a clinical setting.  
 
6) Further development  
 Once the inductive analysis was complete, a conceptual definition of patient engagement 
was created and the appearance of the attributes in various contexts was established. Comparison 



















of the definition is stated with respect to healthcare policy. Implications regarding further 
development of the concept and implications for nursing practice and education are introduced.  
 
Patient Engagement and Mobile Technology 
Aim 2: To explore patient engagement as it is described by persons living with HIV during the 
design of a mobile health tool.  This aim is met through content analyses of transcripts of focus 
groups wherein participants discuss their information needs in managing their illness. An 
emergent content analysis identifies any themes prior to the concept analysis, and a directed 
content analysis serves to validate the attributes that resulted from the literature review in Aim 1. 
The definition that emerges as a result of the concept analysis (Aim 1) provides a 
theoretical description of patient engagement.  Aim 2 offers an opportunity to explore and apply 
the concept from the patient perspective as focus groups of chronic care patients describe their 
information needs and healthcare experiences in light of a potential means to improve on that 
process using mobile technology.  
Focus group participation.  During the months of July through October 2013, as part of 
a larger study “Informing the Development of Mobile Applications for HIV Prevention, Care and 
Treatment” (Grant # U01PS003715), six HIV focus groups were conducted by researchers from 
Columbia University's School of Nursing in New York City to inform the design of a new 
mobile application devoted to the care and prevention of HIV.  The participants were asked to 
share their perceptions and preferences for a mobile health application to explore how they 
would use the tool.  Each group was comprised of six to ten participants.  Of the six groups, 
one was limited to females only and two consisted of only Spanish speakers. The groups were 





sophistication with technology would be similar within the groups.  The groups were moderated 
by trained experienced qualitative researchers associated with the research study.  Participants 
were recruited using a flyer posted at local HIV community based organizations and were 
compensated for their time.  The focus groups were recorded and professionally transcribed and 
translated.  The transcriptions and translations were verified by a trained Master's level project 
coordinator fluent in Spanish and verified by a second post-doctoral Spanish speaker.  Participant 




Composition of Focus Groups 
___________________________________________________________ 
 
Participants                            Frequency (%) 
___________________________________________________________ 
Gender 
 Male       37 (74)     
 Female      13 (26)     
Ethnicity 
 Hispanic/Latino     25 (50) 
 Non-Hispanic      22 (44) 
Race 
 African American/Black    26 (52) 
 American Indian/Alaskan Native   4 (8)  
 Asian      2 (1.2) 
 Native Hawaiian/Pacific Islander   2 (1.2) 
 White      7 (14) 
 Other       8 (16) 
Smartphone user 
 Yes       27 (54) 
 No       23 (46)  
 
 
 Analysis of focus group transcripts. The transcripts were coded twice to approach the 
data from different perspectives.  The first cycle of coding occurred prior to the concept analysis 





of designing a mobile health tool without the influence of the attributes derived from the concept 
analysis.  Open coding using an emergent approach was used to perform an inductive analysis of 
the raw data and uncover any new insights on the concept. This coding of the transcripts allowed 
for the discovery of any new attributes related to patient engagement through an applied case in a 
real world scenario without imposing a priori understandings of the concept. The codes were 
extracted manually by reviewing each transcript and assigning a word or short phrase 
representing a salient or summative element to each line of participant comments in the context 
of the moderator’s questions and the ongoing discussion.  The codes were recorded on an excel 
spreadsheet and then were sorted into categories that captured and distilled the essence of 
clusters of codes. These categories were further combined and reduced into coherent themes.  
The results were compared to the coding performed on the transcripts by a graduate student 
enrolled in a graduate course on qualitative methods and overseen by a professor of qualitative 
methods.  The student’s training was performed in a health science field external to nursing 
which provides a varied lens through which attributes of patient engagement may be interpreted. 
Categories and themes in the final stage were reached through consensus. The resultant themes 
were discussed with a faculty member with expertise in research in the area of mobile health 
technology. 
 The second coding cycle served to identify the presence of the defining attributes 
within a patient population that had been previously identified in the literature through the 
concept analysis as a way to refine or validate the constructed definition. The second cycle 
coding may be described as elaborative coding which is the process of analyzing textual data in 
order to develop theory further by strengthening, modifying or disconfirming results from the 





line using a directed content analysis approach based on the defining attributes identified in Aim 
1.  Each transcript was reviewed by comparing the participants’ comments with each of the four 
attributes to ascertain their presence and identify any similarities. The elaborative coding process 
serves to amplify and corroborate findings from other sources. The attributes identified in the 
concept analysis acquired further interpretive meaning during analysis of the focus group data.  
 Coding of the transcripts using both emergent and directed content analysis methods  
satisfied the following two objectives in exploiting the value of the raw data. Emergent content 
analysis helps to ensure that any further attributes related to the themes of patient engagement 
particular to mHealth may surface. Directed content analysis using the attributes identified in 
Aim 1 serves to validate the application of the patient engagement concept to mHealth.  
 
Summary 
 The methods consisted of a hybrid concept analysis in three steps: 1) an emergent 
content analysis of focus group transcripts, 2) a concept analysis that identified the defining 
attributes of the concept within the scientific literature, and 3) a directed content analysis of the 
same transcripts based on the identified attributes, summarized in the following Table 4. The 
results of the three steps were reconciled to create a definition that incorporates both patient and 
provider perspectives. The combined approach of a concept analysis of the scientific literature 
with content analyses of focus group data contributed to defining the concept of patient 
engagement by reinforcement and amplification of the attributes from the concept analysis with 
the themes from the focus groups.  The refined concept contributes to future concept 
development, theoretical integration, and operationalization of patient engagement.  In other 
words, it serves to develop a common language to communicate what patient engagement seeks 





the meaning of the concept itself, the association of the concept to the field of mHealth offers a 
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     Chapter 4: Results 
  
Aim 1 
  Steps one and two of the concept analysis are reported in Chapter Three where the term 
patient engagement and related terms were identified and the means of data collection were fully 
described.  In this chapter, the concept is defined through review of the patient engagement 
literature and analysis of the data to identify attributes, antecedents and consequences.  The 
exemplar is introduced that illustrates the ideal manifestation of the concept, followed 
 by a comparison of related terms.  Finally, the implications, hypotheses and potential areas for 
further development are included in the discussion section. 
 
            Review of the Patient Engagement Literature.  The first appearances of the term 
“patient engagement” occurred in the scientific literature during the 1990s with approximately 
ten articles published during that decade where patient engagement is present in the title, listed as 
a keyword, or mentioned within the abstract.  These are the first instances of published articles 
retained within four widely used health sciences databases (Medline, CINAHL, Web of Science 
and Psychinfo).  Terms associated with patient engagement, such as patient involvement and 
patient participation, were cited in the literature prior to the 1990s, but patient engagement did 
not emerge until 1993.  Three of the articles published in the 1990s were from the nursing 
discipline and are discussed in the following paragraph (Cramer & Tucker, 1995; Ellul, Watkins, 
Ferguson, Barer, & Rowe, 1993; Kemppainen et al., 1999).  Other articles were from the practice 
of psychology (n=2) (Kroll & Green, 1997; Teesson & Gallagher, 1999), substance abuse 
rehabilitation (n=4) (Joe, Simpson, & Broome, 1999; Moos, King, Burnett, & Andrassy, 1997; 





(n=2) (Crook et al., 1998; Ellul, Watkins, Ferguson, Barer, et al., 1993).  Ellul (1998) is an article 
on rehabilitation from the nursing perspective discussed below. 
 The first citation of the term patient engagement in nursing was a 1993 article on patient 
utilization of rehabilitation activities in British geriatric rehabilitation wards for the elderly 
(Ellul, Watkins, Ferguson, & Barer, 1993).  Engagement in this article was described as 
participation in treatment with an increased level of attention and activity on the part of the 
patient in order to accomplish a challenging task. The engagement was increased through a more 
structured therapeutic program supervised directly by nurses and the level of engagement was 
measured by the proportion of time spent in therapeutic activities.  Another early article on 
patient engagement was an editorial in a nursing journal that advocates partnering with patients 
to jointly create Patient Standards of Care to share accountabilities for desired outcomes (Cramer 
& Tucker, 1995).  This article stresses the communication skills of nurses and a team approach to 
care.  The third of these initial articles on patient engagement that focus on nursing care offers 
the first instance of patient engagement as a measurable concept (Kemppainen et al., 1999).   The 
article describes development of an instrument to measure patient engagement of AIDS patients 
with nurses.  This aspect of patient engagement proceeded from the authors’ interest in provider-
patient interactions that, according to the article, had previously only been studied in the medical 
literature.  Therefore, while the topic of provider-patient relations was being studied in medicine 
prior to 1999, it apparently had not yet appropriated the term of patient engagement.  These three 
early articles on patient engagement in nursing implicate strongly the role of the relationship 
between clinician and patient in deciphering the meaning of patient engagement.  They include 
coaching and teaching geriatric patients to help them progress in their treatment, partnering with 





The remaining articles that appeared in the 1990s addressed treatment of addiction issues and 
psychological counseling, where the therapeutic alliance is a core factor.  These first articles that 
cite patient engagement provide the context in which the term began to be more commonly used 
in the health sciences.  The first references included benefits of provider-patient interaction, 
patient inclusion in planning care, measuring quality of care, and influencing behavior change.   
 While “patient engagement” entered the language of healthcare in the 90s with citations 
of this specific term, other terms associated with the concept entered the literature as early as the 
1950s, with increasing presence in the 70s and 80s. These terms include patient participation, 
patient-centered care, patient activation, patient involvement, and patient self-management in 
care.  The proliferation of these related concepts may have led to the colloquial use of patient 
engagement as an umbrella term.  An inclusive term may have been useful to include 
contemporary approaches to care in an evolving healthcare industry that influence the patient-
provider relationship, the psychosocial factors related to disease prevention, retention and 
adherence to care, and the cultural shift to consumer empowerment.  Whatever the linguistic and 
cultural influences that may have shaped the use of the term in the health sciences, its use 
climbed steadily from only 10 citations during the decade of the 1990s to over 179 citations in 
2013 alone where the term was present in the title, abstract or as a keyword of journal articles, 
reviews, conference proceedings, book chapters, editorials, and a small number of other recorded 
documents including letters, notes, and surveys. The words patient and engagement are present 
in articles throughout the literature over 50,000 times, beginning with under 100 mentions in the 
late 70s to over 7,000 in 2013 alone, with the yearly citations breaking 1,000 in 2002 and 
climbing steadily each year.  Use of the term engagement, however, does not necessarily 





a substitute for the active form of the verb for some aspect of treatment, such as “engaging in 
medication regimens” as opposed to taking medication, or “engagement in treatment” versus 
being treated.  
 Approximately 722 articles in the four databases used patient engagement in the title, 
abstract or as a keyword. A large majority of the literature on patient engagement was published 
in the field of medicine (83%).   The nursing discipline published 13% of the overall total, but 
more than each of the other disciplines: psychology (6%) and social science (8%).  Another 8% 
was published in the public health and policy fields.  (Totals do not add up to 100% because 
articles may apply to more than one discipline.) Perhaps reflective of the rise of genomic and 
personalized medicine, articles relating to the fields of biochemisty, genetics, and molecular 
biology accounted for 6% of the total.  Also well represented were the fields of engineering, 
pharmacology, computer science and neuroscience, along with at least one article in dentistry, 
economics, other biological sciences and engineering disciplines as well as areas within the arts 
and humanities.  Clearly, the term was used throughout the scope of academic disciplines, but it 
was most prevalent in medicine followed by nursing.   
 A review of the abstracts of the 722 articles where “patient engagement” appeared in the 
title, abstract or as a keyword published through 1 June 2014 revealed that many articles in 
medicine focus on shared decision making, improving clinical workflows, and patient self-care 
for improving outcomes, while the nursing articles often evaluate or improve the nurse-patient 
relationship with the goal of enabling the patient to participate in the care process and enjoy a 
higher quality of care.  The psychology literature primarily focuses on improving the therapeutic 
alliance to support behavior change while the public health and social science literature examines 





 Over 90% of the articles were journal articles (vs book chapters, conference proceedings 
etc) and slightly more than half were published in the US (all but three articles were in the 
English language).  The UK was the second most prolific publisher on patient engagement (14%) 
followed by Australia (7%) and Canada (6%). Also publishing on patient engagement were Italy, 
Switzerland, Germany, the Netherlands, France and Ireland in order of the number of articles 
published. These rates are not necessarily indicative of the use of the term or level of 
development of the concept in these countries, only that patient engagement is in fact well cited 
in the literature emanating from locations outside the US.  In fact, one of the leading theorists on 
patient engagement is a researcher from the UK, while important interdisciplinary initiatives are 
being led by researchers in Italy.  Clearly, use of the term “patient engagement” is not strictly a 
US phenomenon. 
 Attributes.  The abstracts of the 722 articles were reviewed to extract those articles 
where patient engagement was used as an autonomous concept independent of the terms 
surrounding it, leaving 202 articles for full text review.  Of the 202 full text articles, 96 articles 
were identified where patient engagement was defined, measured or the subject of the article.  
This list of 96 articles constitutes the literature included in the analysis and 446 individual 
attributes were initially extracted from these articles. The attributes are characteristics of the 
concept that may or may not be indicated directly, but perhaps inferred from the context in which 
it is used as well as the situations in which the concept is applied (J. E. Hupcey & Penrod, 2005) 
The large number of attributes collected was combined by identifying close synonyms in the list 
and representing them often by one word, and clustering related items which brought the total 
number of individual attributes to approximately 108 (the process of categorization may add 





similar words such as relatedness, relational and relationship were represented by the one word 
relationship, and related terms such as respect, justice and ethics were represented by ethics 
alone. These attributes were found to encompass three general domains: attributes of process, 
attributes of behavior, and attributes of the environment. Attributes of process describe the steps 
taken by the patient, provider or institution that contribute to increasing patient participation in 
care. Attributes of behavior represent cognitive or emotional states that stimulate participation in 
care. Attributes of environment include characteristics of clinical institutions or patient/provider 
resources that facilitate greater participation in care.  The majority of the attributes pertain to the 
domain of process (43%), with the remaining to behaviors (33%) and environment (24%).  The 
high number of attributes assigned to each of these domains suggests that the concept of patient 
engagement, as it is currently used, cannot be narrowly defined, but involves relationships 
between actors in healthcare that influence processes, individual patient behaviors, and 
properties of institutions.   
 The presence of the attribute of relationship across domains was noted during the 
readings of the articles.   Many of the behaviors and processes were shaped by relationships 
between actors in the healthcare encounter and several of the individual attributes within each 
category imply a relationship.  The sense of relationship was corroborated by a text search of all 
the articles using NVivo (QSR version 10.2.0 for Mac) to determine the number and types of 
references to the term relationship.  Over three-fourths of the articles contained specific 
references to relationships that were fully described in terms of their impact on engagement.  See 
table 5 for attributes within the domains. 
 While the context for the appearance of the concept spanned across many disciplinary 





These include shared decision making, health information technology and patient-centered 
outcomes research.  The context provided in these three areas that contextualize patient 
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Activity                 Role 
Adherence             Safety         
Benefit                  Self-care         
Change                  Service            
Communication     Sharing   
Complexity            Skills          
Consistency           Synergy 
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     Abstraction 
     Anticipation 
     Attitudes 
    Awareness 
     Clarity 
     Competency 
     Connection 
     Creativity 
     Desire 
     Dignity 
     Expectation 
     Expression 
     Flexibility 
     Focus 
     Fostering 
    Genuine 
    Hope 
    Humor 
    Identity 
    Insight 
    Interest 
    Meaning 
    Motivation 
    Needs 
    Perception 
    Personal 
    Physical 
    Power 
    Presence 
    Proactive 
   Recognition 
   Relationship 
   Representation 
   Responsibility 
   Trust 
   Understanding 
   Voice 
   Will 

























The three domains (process, behaviors and environment) of individual attributes were 
thematically organized into the following 6 categories:  1) time, 2) activity, 3) process, 4) 
cognition/emotions, 5) ethics, and 6) communication.  The categories with the greatest number of 
attributes were those of activity, cognition/emotion, communication and process.  Refer to table 







Attributes by Category 
	


























































































































 Time.  The attribute of time was present in each domain. There was the allotted time 
available in the clinical scenario, time investment required of the patients, and the conservation 
of time for those in various roles .  The attribute of immediacy combines with that of availability 
to suggest an overall concept of responsiveness to the unique needs and circumstances of the 
patient and the clinical environment.  Frequency indicates that engagement requires a sense of 
timing that may necessitate repetition or clinical judgment regarding the appropriateness of the 
timing interventions.  Naturally, a lack of time was cited as a concern in association with patient 
engagement where patient load is a factor. One study even set out to identify patient engagement 
practices that were feasible in the clinical environment judging from the amount of time or 
resources that would be required to implement patient engagement strategies (Grande, Faber, 
Durand, Thompson, & Elwyn, 2014). Those practices identified in the study that were deemed to 
require a realistic time investment on the part of patients or providers received higher feasibility 
ratings.  This study revealed an underlying anxiety regarding patient engagement initiatives in 
that that they would demand more of an already overburdened healthcare system.  In contrast, 
the attribute of synergy arose in another article (Graffigna, Barello, Wiederhold, Bosio, & Riva, 
2013; Wiederhold & Riva, 2013).  This attribute promoted patient engagement as a means to 
facilitate outcomes or experiences of care that present as an emergent property of the synergistic 
effects of the cognitive, emotional and active components of the patient experience through 
effective use of technology.  The article suggested that efforts of the provider and patient, when 
supplemented through engagement strategies using technological resources, may allow more 






 Activity/Process.  The attributes related to activities were also present in each of the 
domains.  The majority of the attributes related to an activity of interaction and there was a 
strong sense of movement forward.  Attributes such as integration, interaction, mediation, 
reciprocity, sharing and service support a collaborative view of patient engagement which 
contrasts with the idea of patient engagement as a series of tasks that an individual is expected to 
perform in isolation.  Attributes such as movement, process, proactive, reframing, and research 
suggest an evolution towards a new paradigm.  Attributes under the heading of the improvements 
such as benefits, change, goals and revolution also contribute to that impression.  Other attributes 
such as self-care, adherence, education, and implementation suggest that engagement is a tool 
contributing to standard universal healthcare objectives.  The activities include a number of 
interactional processes that infer the existence of a relationship that are dynamic and accretive, 
allowing flexibility in execution and an open-endedness in terms of possible developments.  
 Cognition/Emotion.  The high number of attributes associated with cognition support the 
importance of the cognitive aspect of patient engagement.  The attributes ranged from the 
concrete to the abstract.  Cognitive attributes, including learning, skills, understanding, and 
competency, are associated with acquiring the information useful to support engagement, but 
also more metaphysical attributes such as awareness, insight, perception and meaning arise in 
association with patient experience.  The scope of engagement is represented with attributes of 
complexity and creativity while the management tasks are perhaps represented by evaluation, 
clarity, discernment and expectation.  The attributes of targeting and focus were repeatedly 
represented as cognitive aspects of engagement.   
            A heading that is closely related to cognition is that of emotions.  The number of 





engagement.  Emotions may be associated with the level of a person's commitment to an idea or 
activity.  Attributes of emotions, which cannot be completely separated from cognition, include 
anticipation, connection, hope and humor among others.  The attributes of desire and motivation 
emerge strongly from the literature suggesting that appeals to the emotional nature are important 
elements of engagement.   
                Ethics.  Eleven attributes were identified that may be associated with the ethical 
aspects of care. Inevitability arose as an attribute of patient engagement in several articles 
including one in connection with the demands of ethical standards of care.  The attributes of 
dignity, along with freedom, authenticity and trust were present from the patient 
perspective.  Rights, responsibility, and value were attributes from an institutional 
perspective.  The ethical aspect of managing risk and increasing patient safety mechanisms in 
institutions were present alongside the frequent appearance of the attributes of risk and 
safety.  The attributes of inclusivity and necessity were present in describing the movement 
towards patient centered care and medical homes.  The attributes associated with ethics were 
found in articles related to both managerial and clinical functions.   
               Communication.  A considerable number of attributes (N = 17) were related to 
communication and the connection it helps to establish.  Authentic recognition of the other as a 
unique individual may be an important facilitator in communication and connection. The 
majority of the attributes related to the singularity of the individual patient with attributes such as 
unique, individual, novelty, identity, and personal. Some of the attributes related to individuals in 
relationship include those of community, fostering and guidance. Attributes of voice and 
expression were present along with the distinct attribute of "human" with all the variety and 





absence of hierarchy emerge as attributes.  Patient engagement has the attributes of 
interdisciplinarity and multi-levels, yet harmony also emerged as an attribute.  
               A review of the categories of individual attributes led to the identification of four 
overall themes – personalization of the approach to care, access to necessary resources, 
commitment to pursuing quality care, and nurturing the relationships between actors in the 
encounter. These themes represent general properties or characteristics of the attributes that 
describe patient engagement across all domains and categories.  For example, the attributes 
within the category of time contain elements of personalization and access.  The category of 
activity and process describes access in terms of developing new ways to deliver care in a 
collaborative manner that addresses personalization and commitment. The attributes of 
cognition/emotion are associated most strongly with the commitment aspect of seeking out and 
adhering to care. The attributes in the category of ethics correspond to both commitment and 
therapeutic alliance.  All categories contain elements of the four themes, albeit some more 
strongly than others. The overall themes comprise the defining attributes of patient engagement 
as they describe the nature of the behaviors, processes and environments that support 
engagement.  Although all four attributes may not be present in all circumstances, their existence 
optimizes the occurrence of engagement.  
 Antecedents.  Antecedents are phenomena that occur prior to patient engagement and 
may include events, behaviors, or environmental characteristics that temporally or theoretically 
precede the appearance of the concept.  Antecedents present in all 96 articles were collected, 
organized and reduced by eliminating repetition and collated into one list. There were 34 
antecedents to patient engagement that were identified in the literature.  They include aspects of 





system.  The antecedents common to most articles include an individual experiencing ongoing 
illness, pain or care of a chronic condition with some form of enrollment, participation or 
invitation to obtain care.  Patient engagement is not mentioned in association with trauma care in 
the identified literature, and has little mention in association with health promotion and disease 
prevention for healthy populations.  The patient’s status ranges from passive non-involvement in 
care to active well-informed participation in care.  The former leads to patient engagement as a 
means to encourage patient adherence while the latter responds to the informed patient’s desire 
to maximize wellness.  The concept of patient engagement therefore was preceded by an attempt 
to improve ineffective care as well as a desire to enhance effective care. 
 The list of 34 antecedents compiled for patient engagement extended throughout the 
domains and was reduced to twelve antecedents pertaining to the patient, the provider or the 
environment.  Those associated with the patient are access (to information and resources), 
attraction to the possibility of greater participation in care, non-involvement in care, and a variety 
of unmet needs or desires.  From the provider perspective is disorganization (of health 
information or care coordination) and an invitation to the patient (for enrollment, scheduling or 
visit preparation).  From the perspective of the institutional environment, the antecedents include 
an effort towards innovation (in technology or procedures) or an attempt to satisfy new policy 
standards.   
              A list of identified antecedents are included in Table 7.  Not all antecedents are present 
in every article, and the presence of one or more may influence the appearance of another during 
the process leading to engagement.  Therefore it appears that one of these principal elements acts 
to stimulate engagement while others may appear during the anticipatory process as appropriate.  





provider or institution, and it may be the result of either a positive or negative experience of care. 
The antecedents seem to indicate that patient engagement is not a spontaneous event, nor is it in 



















Table 7  
 




Active participation in maximizing care 
Attractiveness of intervention 
Collaboration between patients, caregivers, providers 
Compounding jeopardy of chronically ill patients  
Connection to healthcare institution 
Disorganization of patient data 
Enhancing good care 
Enrollment/invitation/participation of patient in care    
Establishing, redefining, maintaining relationship/alliance 
Hierarchy/authority in healthcare system 
Illness/pain/chronic condition 
Improving poor care 
Incentives for providers 
Isolation/needs/concerns of patients 
Literacy/information availability 
Obscurantism of healthcare practices 
Passive participation in care 
Patient coping with circumstances 
Patient exposure to advertising 
Personalization of approach 
Planning care 
Policy changes mandating healthcare structural changes 
Powerlessness of patients 
Preparation for encounter with provider 
Querying/inviting/surveying patients for info 
Recognition of cost benefits 
Research recruitment 
Restrictions on patient activities 
Safety concerns 
Substantive discussion among patients and providers 
Technical innovation available 
Understanding patient perspective 










 Consequences.  The consequences of patient engagement are those anticipated events, 
behaviors, or conditions that follow execution of the concept.  There were 21 intended 
consequences identified in the literature that spanned the three domains. The consequences of 
patient engagement were manifest in the outcomes of care and the experiences of 
care.  Consequences for outcomes include such things as increased patient safety, reduced costs, 
care coordination and identification of best practices.  The consequences that are related to 
outcomes of care are reflected in articles reporting research studies as well as anticipated benefits 
from descriptive articles on patient engagement.  Consequences of the experience of care include 
cognitive benefits such as greater understanding and awareness through learning and 
communication on the part of the patient, and job satisfaction on the part of care providers 
through more meaningful interaction and collaboration with patients and other providers.  Patient 
engagement was a precursor for behavior change that increased adherence to care and 
encouraged patient self-management in care.  As a whole, the actual or anticipated consequences 
of patient engagement were positive in terms of improving outcomes and experiences of care 
with one exception.  A consequence of the loss of time and resources at the clinical level from 
implementing patient engagement strategies was examined in one article to determine what 
forms of patient engagement would minimize such loss.  While time is a factor present as a form 
of underlying anxiety for the topic of patient engagement in general, its gain or loss was not 
treated explicitly as an important issue in the select literature (outside of this one article), either 
as an impediment in busy clinical scenarios or as a timesaver through such tools as 





































            Definition. The definition of patient engagement is based on the collected attributes, 
antecedents and consequences listed above.   Based on the findings above, the definition for 
patient engagement is the desire and capability to actively choose to participate in care in a way 
uniquely appropriate to the individual in cooperation with a healthcare provider or institution for 
the purposes of maximizing outcomes or experiences of care. Patient engagement on the part of 
the provider is the effort to foster that desire and capability.  The operant terms in this definition 





emotional and psychological factors such as past experiences or social support structures that 
shape their interest in exploiting the healthcare options that may be made available. Capability 
includes cognitive factors such as functional literacy, as well as social and economic factors, that 
enable the patient to access those resources that support self-care. Actively choosing represents 
the belief or self-efficacy to participate in care, which is a central aspect of the concept of patient 
activation. Choice represents the patient’s freedom to decide how and to what extent he/she 
wants to participate in shared decision making and the process of care. Finally, tools and 
strategies associated with patient engagement must be tailored to the unique circumstances of 
each patient such as the patient’s personal preferences and health literacy status.  The element of 
uniqueness is subsumed under the other elements in that the desires, capabilities, activity-level, 
and choices are determined on an entirely individual basis. Finally, cooperation represents 
elements of the provider-caregiver-patient therapeutic alliance as a form of the human 
connection that provides psychological and social support to patient efforts to participate in care. 
 Combining, categorizing and reorganizing the individual attributes lead to a 
reduction of patient engagement to four overarching defining attributes; personalization, access, 
commitment, and therapeutic alliance (PACT).  The defining attributes are properties of the 
behaviors, processes and environments that are represented by the individual attributes across the 
six categories.  Patient engagement on the part of the provider is generated through 
personalization of care, facilitating access, fostering commitment, and establishing a partnership 
with the patient.   Personalization is a term that represents the need to tailor interventions or 
strategies to care according to the unique needs and circumstances of the individual patient.  This 
includes health literacy, defined as the degree to which individuals have the capacity to obtain, 





decisions (Oldfield & Dreher, 2010), as well as cultural background, attitudes towards health 
interventions, and availability of caregiver support systems.  Failure to accommodate the patient 
in their specific circumstances would inhibit engagement of the patient.  Access includes the 
ability of the patient to obtain the necessary informational or institutional resources with some 
level of confidence in the consistency of their availability.  This may include such things as 
functional literacy status, geographical location, or socioeconomic status. Commitment 
represents the cognitive and or emotional factors that stimulate the patient to exploit the 
resources available. Cognitive/emotional factors include those that drive the patient to seek 
greater understanding or awareness of their condition and their willingness to take steps on their 
own or in collaboration with others to satisfy that drive over a period of time.  Therapeutic 
alliance is a factor that differentiates patient engagement from related terms such as patient 
empowerment, involvement, or self-management.  The therapeutic alliance sustains the patient's 
connection to the provider within the healthcare system, potentially creating an effective 
partnership in the pursuit of health goals.  This contrasts with the traditional patient-provider 
relationship based on the authority of the healthcare provider and the normative role of 
biomedicine (Nunes, Ferreira, & Queirós, 2014).   To maximize the potential for patient 
engagement, the attributes indicate that the process must be personalized, the patient must have 
access to information and resources, behavior change strategy should be applied appropriately, 
and a supportive relationship must exist between patients, providers, caregivers and healthcare 
institutions that serves to evaluate healthcare options collaboratively and sustain a partnership 
towards shared goals.  





         
             Revisit of the Literature Using the Defining Attributes.   In order to validate the 
reduction of the individual attributes to the four defining attributes, the literature included in the 
analysis was reviewed again to apply the attributes to the individual articles. The four attributes 
of personalization, access, commitment and therapeutic alliance (PACT) were applied to the 96 
articles. Based on their appearance in the literature, the attributes are described as follows: 
Personalization assures that the interventions conform as closely as possible to the unique desires 
and circumstances of the individual patient. This includes efforts at shared decision making and 
tailoring information and resources to the patient’s level of receptivity based on capabilities and 
life circumstances.  Access refers to the ability of the patient to obtain information, guidance, and 
tools to secure consistent, high quality appropriate care.  This includes accommodation of 
patients’ levels of functional literacy (reading and writing skills) as well as institutional resources 
adapted to the patient’s geographical location, cultural background, and socioeconomic level.  
Commitment pertains to the cognitive and emotional factors that prompt the patient to exploit 
health resources available.  Commitment is demonstrated by the patient efforts over time and is 
driven by intrinsic cognitive or emotional forces that may be stimulated through social support, 
intellectual resources, or any means that encourages behavior change that leads to practices that 
improve the patient’s status.  Therapeutic alliance is a term that incorporates elements of the 
patient-provider relationship including quality of the clinical interaction, communication, 









article tends to focus on one or more aspects of engagement.  Within the corpus of the literature 
included in the analysis, however, all four attributes are present. 
 I applied the four attributes (PACT) to determine their frequency of occurrence within the 
disciplines contained in the literature (Table 8).  The articles drew from the disciplines of 
medicine (n= 15), nursing (n=18), public health (n=22), and psychology (n=10).  Also, there 
were articles from healthcare administration and policy (n=8), informatics (n=9), and social 
sciences (5). There were two articles from pharmacology reflecting P,A and C (indicating the 
initials for the occurrence of the PACT components), two articles reporting studies from the field 
of mechanical engineering reflecting P and C, and one article from the field of communications 
(A).  The remaining four includes one article written by a patient who was also a healthcare 
researcher regarding his own personal experience (A), one insurer (PACT), one article in 
behavioral economics (PC), and one article attributable to both medicine and nursing regarding a 
self-management teaching intervention for COPD (PCT).   
 At least one of the attributes within PACT was present in over 95% of the articles.  
Approximately one-fourth of the articles contained all four attributes. There was no clear 
association between the discipline that the article was assigned to and the PACT attributes 
identified.  However, there appeared to be some disciplinary emphases (reference Table 8).  In 
medicine, personalization was the most frequently identified theme, followed closely by 
therapeutic alliance.  In nursing, therapeutic alliance was noted most frequently followed closely 
by personalization and access. All four attributes were highly and nearly equally represented in 
public health. Psychology had the highest emphasis on therapeutic alliance and commitment 
among all the disciplines.  Articles related to HIT noted access most, and therapeutic alliance the 





 While attempts were made to recognize differences between disciplines, it became clear 
that disciplinary distinctions are not easily identified as many papers were co-authored by mixed 
disciplines and lead authors may have been trained in one discipline yet describes experiences or 
beliefs while representing an institution aligned with another discipline.  For example, a 
psychiatric nurse informatician serving in a research position to tailor a medical intervention to 
respond to the healthcare needs of a particular patient population would be difficult to classify 
between psychology, nursing, informatics, public health and medicine.  The interdisciplinary 
nature of the literature related to patient engagement reinforced the need for a common 
definition. In general, the assignments were made according to the primary discipline of the lead 
author in combination with the subject matter of the article. The four attributes were present in 
all disciplines and applications to some degree.  And in seeking consensus on the presence of an 
attribute within an article, it was also understood that an attribute may be implicitly recognized 
within an article dealing with patient engagement, yet open to interpretation as to whether the 
attribute can be directly applied to the specific use of the term in the article.  In reaching a 
decision as to whether the attribute could be applied to an article, the strictest interpretation 
according to the definition was applied.  Therefore, it could be argued that the actual presence of 
the attributes may be higher than that provided in Table 9. 
Table 9 
 
Presence of Attributes in Literature Included in the Analysis 
                                                    
 










 13 (68%)  11 (65%)  14 (82%)  3 (30%) 
     Access  6 (32%)  11 (65%)  14 (82%)  1 (10%) 
   Commitment  8 (42%)  8 (47%)  15 (88%)  8 (80%) 
Therapeutic 
  Alliance 





              Despite the differences noted regarding the use of the term in the larger literature base 
between medicine and nursing (p.44), the appearance of PACT in the literature is not remarkably 
different between the disciplines.  The predominance of personalization in medicine may be due 
to the number of articles related to shared decision making in clinical workflows.  The emphasis 
on therapeutic alliance in nursing may be related to the strong notion of relationship-based care 
in that discipline.  The presence of all four attributes in the public health articles was nearly 
balanced. Psychology unsurprisingly focuses on commitment for incorporating behavior change 
theory and therapeutic alliance for the importance of the therapist-patient interaction.  
Commitment and personalization were identified in the engineering articles that sought to 
incorporate behavior change and cognitive/emotional factors into the design of patient 
engagement tools for rehabilitation.  In the pharmacology articles, personalization and access 
were identified primarily in their attempt to engage patients for the purposes of medication 
reconciliation.   
             As a whole, the four defining attributes were found to be present in the literature 
throughout the disciplines, supplying a basis for the understanding of the concept in a range of 
usage.  Not all attributes are required to be present in all cases, as this method rejects essentialist 
ideology.  The analysis serves to organize and reorganize the data until a relevant and 
comprehensive set of defining attributes is generated.  The set of attributes is not intended as a 
definitive final answer to what the concept is, but a foundation for continuing inquiry and 
concept development.  The defining attributes are based in overriding themes present throughout 
the domains and categories of individual attributes and conveyed contextually throughout the 
literature.  A theme, according to van Manen (1990), is an experience of focus, of meaning, of 





separating the individual attributes into domains and categories places them in a manageable 
form to find a sense of order and recognize patterns in the data to form a coherent set of 
descriptors for the concept.  
 The defining attributes were constructed based on the thematic reflection of the many 
individual attributes found in the context of use of the term patient engagement, the definitions 
and the quotes provided in the following Table 10 reflect the defining attributes more explicitly 





Definitions and Descriptions of Defining Attributes 
	


















Assures that the interventions 
conform as closely as possible to 
the unique desires and 
circumstances of the patient. This 
includes efforts at shared decision 
making and tailoring information 
and resources to the patient’s level 
of receptivity based on interests, 







• From an article on diabetes management : “Diabetes providers have 
opportunities for enhancing patient engagement with clinical 
recommendations and diabetes self-management through effective 
communication, including efforts to contextually assess patients’ 
perceptions of diabetes and how the condition fits within the context 
of their changing lives.”  (Rodriguez, 2013) 
 
• Commentary by internists to achieve patient-centered care:  “Patient 
engagement through shared decision making is linked to increased 
patient satisfaction, health outcomes, and quality of decisions. 
However, the process is nonlinear and complex, as elements such as 
culture, experience, emotion, trust, fairness, and socioeconomics each 
interact with the required competencies in different ways to produce 
an outcome.” (Bernabeo & Homboe, 2013) 
 
• From an article in managed care:  “They already have the data they 
need to identify the risk profile of every member,” she adds. “So now 
they are developing tailored engagement strategies that are 
multimodal, meaning they will be available on the Web, in print, and 
for delivery to cell phones or by mail. They are designing very 
personalized, data-driven strategies for members of every risk profile 
and for different populations, meaning every different ethnicity and 























Refers to the ability of the patient 
to obtain information, guidance, 
and tools to secure consistent, 
high quality appropriate care.  
This includes patient functional 
literacy as well as institutional 
resources adapted to the patient’s 
geographical location, cultural 




• Reply to challenges regarding choice of a measure of patient 
engagement in a study: “Real engagement may require concerted and 
focused outreach that is outside the care delivery system, at least until 
we have more mature incentives and processes to enable providers to 
deeply engage patients on their own.” (Veroff, D., Marr, A., & 
Wennberg, D. E., 2013) 
 
• On role of HIT in patient-centered care under section entitled Patient 
Engagement:  “ Personalized Healthcare (PHC) is likely to help 
patients become more aware of the health decisions they face, the 
information they can provide, the need to understand health concepts, 
and resources that can help them. In addition to viewing and providing 
clinical data, patients will increasingly supply and have access to 
important non-clinical data such as communication and decision 
making preferences, online social supports, and consents or 
authorizations for certain uses of their data. Greater awareness of PHC 
opportunities and Internet tools will enable more patients to participate 
in online communities, obtain online information and support, activate 
PHC notifications, seek research opportunities, and receive or provide 
coaching services to others. Patients may use an online health profile 
to identify resources of interest such as relevant clinical trials, top-tier 
specialists for their medical problems, or selected individuals who 
share common health concerns. Current patient engagement challenges 
may intensify for patients....” (Wald & Shapiro, 2013) 
 
• AHIMA (HIT) brief on enabling patient engagement:  “Many barriers 
prohibit full engagement, including: limited access to healthcare, low 
health literacy, health disparities, financial disincentives in the 





















Pertains to the cognitive and 
emotional factors that empower 
the patient to exploit health 
resources available.  Commitment 
is demonstrated by the patient 
efforts over time, and is more 
inclusive than simple motivation 
that may waiver according to 
changing circumstances.  It is 
driven by intrinsic cognitive or 
emotional forces that may be 
stimulated through social support, 
intellectual resources, or any 
means that encourages behavior 
change that leads to practices that 
improve the patient’s status. 
 
• Development of self-management strategies for COPD:  “... aimed to 
develop and test an intervention that focused on patient engagement 
for behavior change in important aspects of the daily life in severe 
COPD patients that can have impact on their perception of health and 
hospitalizations and that can be integrated with pulmonary 
rehabilitation. The study intervention merges both self-management 
education and motivational interviewing; the latter with the intention 
of facilitating the resolution of ambivalence, fostering engagement in 
self-management, and encouraging behavior change.” (Benzo, R., 
Vickers, K., Ernst, D., Tucker, S., McEvoy, C., & Lorig, K., 2013.) 
 
• In studying an intervention for older adults with co-morbidities: 
“Accordingly, the theory suggests that interventions to change health-
related behavior, including engagement in healthcare, should generate 
extrinsic motivation by making patients feel like they can do what is 
asked of them, feel like their health behaviors are autonomous and 
lead to outcomes that are personally relevant . (Hochhalter, A. K., 
Song, J., Rush, J., Sklar, L., & Stevens, A. (2010).) 
 
• From a systematic review of patient engagement as a risk factor in 
health outcomes: “Moreover, the specific processes within patient-
provider interactions that increase patients’ motivation, authority, and 
ability to participate in their care to promote long-lasting health need 
clear articulation.” (Simmons, L. A., Wolever, R. Q., Bechard, E. M., 
& Snyderman, R. (2014).) 
 
• On health coaching for diabetes patients:  “Diabetes educators in 
particular may find themselves frustrated by how much time and effort 
are spent educating patients about the importance of self-management 
when many of these patients do not follow through on 
recommendations. In recognizing the motivational and interactive role 
required to manage a chronic illness, interventions have increasingly 
focused on the health care provider as “coach.” (Wolever et al. 2010) 
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Incorporates elements of the 
patient-provider relationship 
including quality of the clinical 
interaction, communication, 
empathy, or mutual 
understanding. 
 
• On inpatient nursing care: “Engagement is the embodiment of the 
‘humanness’ of nursing as an art and profession (Daniel 1998). It is 
the ability of the nurse to overcome the clinical situation and actually 
connect with the patient as a unique individual (Eriksson 1997). Part 
of engagement is the sharing of suffering, recognizing loss, and 
acknowledging the human need to be loved and to love (Cantell 1985; 
Logan 2006) This engagement formulates understanding at an 
emotional, psychological, social and possibly spiritual level, but is 
also the supposedly simple task of just sitting down and talking 
(Cooley 2000; Furman 2000). Engagement recognizes people as 
social beings with a need to contact and share experiences with others 
in order to accept reality and give meaning to their situation 
(Montgomery 1997; Roberts 2000).” (Bail, 2007) 
 
• From a systematic review on the role of patient engagement in 
reducing adverse events:  “The importance of the patient’s 
relationship with the transition coach provides further indication of 
the possible importance of patient– provider relationships in fostering 
patient engagement as part of a PSP (patient safety practice).” (Berger 
et al., 2014) 
 
• From a study on provider engagement and HIV management:  
“Engagement with HCP includes access to HCP as needed, 
information sharing, involvement of client in decision making and 
self-care activities, respect and support of the HCP for the client's 
choices, and management of client concerns.” (Chen et al., 2013) 
 
• On information provision for cancer patients:  “The emphasis on the 
dialogic nature of the (co-)navigation of cancer information, and the 
co-production of shared meanings that is achieved in this process, 
points to another essential aspect of the conceptualisation of 
information provision as a “support for navigating the knowledge 
















interaction as essentially relational (Greener, 2008; Sherwin, 1998), 
and leading to various forms and levels of their engagement with 
healthcare services.” (Kazimierczak et al. 2013) 
• From a qualitative study on patient engagement in primary care:  
“Engagement means building a relationship on the basis of social, 
cultural and clinical knowledge and demonstrating a shift in the way 
clinicians choose to think and interact in patient care...standing model 
of individual patient consultation.... in the present study, we re-think 
the traditional general practice of consultation, and use the term 
‘engagement’ to describe the process and outcomes leading to 
interpersonal communication within the consultation and the primary 
health care system that supports it. (Sheridan et al., 2012) 
 
• On diagnosing mental health issues in primary care:  “Rather, it may 
be more appropriate to adopt a broader view of patient engagement as 
a set of reciprocal tasks by both patients and clinicians, built upon 
strong relationships among patients, physicians and the care team.... 
A transformed patient-centered health care system that encourages 
patients to ask questions, supports physicians in providing the most 
responsive answers, and promotes communication in systems of care 
can take patient engagement to a new level that will be rewarding for 
both patients and physicians. (Tai-Seale, Foo & Stults, 2013) 
 
• From the developer of a large initiative to improve patient 
engagement at a large urban teaching hospital: “We believe that 
dignity and respect are measurable because in our conversations with 
patients and families, they actually gave specific instances where they 
felt that they weren't respected or treated as a person. When we did 
further research, a majority of patients in some studies indicated that 
they wanted to be involved, but were not; they wanted to be informed, 
but were not; they wanted to participate in their own care, but felt that 
they weren't given that opportunity, and that was a loss of their 






 Exemplar.  After having identified the attributes, antecedents and consequences for the 
concept, the next step in Rogers’ method of concept analysis is to identify an exemplar of the 
concept within the literature (Rogers, 2012).  One article clearly demonstrates all four of the 
attributes of patient engagement: personalization, access, commitment and therapeutic alliance.  
The article “Using Mixed Methods for Evaluating an Integrative Approach to Cancer Care: A 
Case Study”, reports a clinical scenario involving chronic care patients participating in a 2008 
research study (Brazier, Cooke, & Moravan, 2008).  The study involved cancer patients enrolled 
in an integrative cancer therapy program.  This was a mixed methods study to measure both 
quantitative outcomes of care and qualitative experiences of care.  While there were few 
quantitative outcomes of statistical significance, the cancer patients enthusiastically evaluated 
their experience of care, providing valuable insights into patient engagement.  The qualitative 
findings of the study revealed a theme of active patient engagement in cancer care through a 
holistic, person-oriented approach, empowered decision making and the ability to create personal 
change.  The authors concluded that patient engagement was facilitated by personalized 
integration of complementary and conventional therapies, access to information and resources, 
continued commitment through emotional support and hope, and healing partnerships with 
providers.  
 The elements of personalization, access to information and resources, commitment and a 
therapeutic alliance were clearly present in the integrative cancer program described in this 
study.   For the attribute of personalization, the article cited that a “key aspect of active 
engagement in care is creating a personalized plan by finding what feels right for the individual, 





work for other people.’”  (p. 11) 
 In ensuring access, patients were able to continue their care with their primary physician 
who served to provide information and safely integrate the complementary therapies with the 
conventional therapies while maintaining consistent availability. Access to all the information 
resources in one place was crucial to guiding decisions enabling patients to sort through and 
evaluate the mass of information available... “You wouldn’t believe all the different information 
I’m getting out there, and it’s very confusing” (p.13).  The presentation of information from all 
sources in one place facilitated access and understanding of the mass amounts of data available.  
 
It was just good because I had done a lot of reading. I’d been looking, I did a bit 
of Internet, I have a lot of books. I’ve been talking to everybody I know and then 
when I came into the Introductory Program all of a sudden all that information 
was in one place and I could ask questions and get good answers, experienced 
answers from doctors and sources because it’s what you deal with all the time. 
(41-year-old woman, cervical cancer, p.13) 
 
 Rather than strictly prescribing a regimen according to a standard protocol, the physician 
empowered patients to take an active role in treatment decisions by facilitating exposure to 
further knowledge resources and offering guidance in evaluating alternatives. “ The individual in 
an integrative cancer program is empowered to explore numerous options and encouraged to 
play an active role in treatment decisions.” (p.6).  This stimulated patients’ active involvement in 
determining the course of their care and reinforced their confidence.  The patient's commitment 





the emotional component of the commitment attribute.  Perceived social support provides both 
health and relationship benefits to patients that contribute to better outcomes and increased 
engagement with providers and peers (Taylor et al., 2004).  Commitment to the care model in the 
institution was clear through patient comments such as   
 
There’s a whole feeling also that you’re part of a community of people that are 
going through the same thing and that you’re not alone. My first response when I 
got my diagnosis was just to feel so separated from everybody. I didn’t feel like I 
was like anybody anymore or that I was part of a group anymore, with my usual 
group. Coming here gave me a different group to be part of, a very supportive 
group to be part of. (p. 14 ) 
 
In this exemplar, commitment was evidenced through not only the cognitive aspect of 
encouraging and facilitating patient efforts to seek the knowledge and skills to participate in care, 
but also the social support that provided the emotional component to continuing that 
participation. 
 The relationship between client and physician was described as a healing partnership, a 
connection made possible through lengthy initial visits with unlimited follow-ups made available 
for the client.  Patients reported a sense of belonging and hope fostered not only by the resources 
offered by the program, but the caring and supportive services provided by both practitioners and 
fellow patients.  A therapeutic alliance was forged between patients and practitioners who were 
consistently available and included patient preferences and circumstances in treatment decisions. 





very best that we can to accommodate and help you out. And that in itself was pretty important 
for me as a patient to hear” (47-year-old man, colorectal cancer, p.13). 
 While the clinical scenario presented in this study may be difficult to replicate in other 
settings in terms of resources available, it nonetheless offers an illustration of the ideal 
circumstances in which all of the four attributes of patient engagement are present.  It further 
illustrates the interrelatedness of the four attributes of engagement in one scenario. 
 Related Terms.  A step in the data analysis of a Rogers-based method is to identify other 
terms that may also express the concept.  These may include surrogate terms that can be used 
interchangeably to express the same concept, or related concepts that share some, but not all, of 
the attributes.  Several related concepts were identified that include patient-centered care, patient 
activation, patient empowerment, patient participation and patient involvement.  These are terms 
that appeared frequently during the initial literature review in association with engagement. Due 
to the range of attributes identified for patient engagement, no true surrogate terms were 
identified as no other term proposes the same breadth of concept.   
 Patient-centered care. Patient-centered care was defined by the Institute of Medicine in 
2001 with the publication of “Crossing the Quality Chasm: A New Health System for the 21st 
Century” (IOM, 2001) as “care that is respectful and responsive to individual patient preferences, 
needs, and values, and ensuring that patient values guide all clinical decisions” (p. 6).  This 
definition is used by the Agency for Healthcare Research and Quality (AHRQ), whose mission is 
to improve the quality, safety, efficiency and effectiveness of healthcare in the US.  AHRQ has 
identified patient-centered care as a quality domain and has published best practices and 
common barriers associated with its implementation (AHRQ, 2015). Patient-centeredness is a 





institutional actions and behaviors. Patient-centered care is not a specific action or behavior, but 
a broad approach to care that seeks to shift the focus from provider and institutional interests to 
that of the patient. Patient engagement is considered one facet of patient-centered care for which 
AHRQ has established a number of informational resources for patients and providers (AHRQ, 
2015). 
    Patient activation. Patient activation, unlike engagement, is a term that has been 
defined and measured.  It emphasizes the patient’s ability to take independent actions to manage 
their healthcare.  The formal definition is “understanding one’s role in the care process and 
having the knowledge, skill and confidence to manage one’s own health and healthcare” 
(Hibbard, 2004).  A Patient Activation Measure (PAM) is designed to determine the likelihood 
of participation in preventive care and is useful for assessing, guiding and tracking patient 
progress.  It is a thirteen-item instrument with statements about health beliefs, confidence in 
managing health tasks and self-assessed knowledge that has been well-validated in the US and 
abroad.  Since patient activation has already been defined and measured, its use in the literature 
refers to this established construct. The distinction between patient activation and patient 
engagement is that activation is limited to the cognitive state of the patient alone and does not 
consider the patient in relationship with providers or the institution.  It may be inferred from the 
activation definition that other factors may influence the level of patient activation, yet ultimately 
activation represents the capability of the patient to act independently.  In a search of the terms of 
“patient activation” and “definition” there were only 5 hits, four of which were relevant.  One of 
the four articles predated development of the Patient Activation Measure and does not define it, 
but it is operationalized through a leaflet that assists patients in describing symptoms to a 





development of health literacy.  The fourth article, discussed below, describes activation in 
relation to patient empowerment.  Patient activation is sometimes mistakenly referenced as a 
surrogate term for engagement in the literature.  However, patient activation is only one aspect of 
engagement, a view also expressed by Hibbard (2012) who differentiated the terms by stating 
that   
 
patient engagement denotes a broader concept that includes activation; the 
interventions designed to increase activation; and patients’ resultant behavior, 
such as obtaining preventive care or engaging in regular physical exercise.  The 
focus on activation and engagement rather than compliance recognizes that 
patients manage their health on their own the vast majority of the time, making 
decisions daily that affect their health and costs. (p. 207) 
 
This clarification by Hibbard reinforces the notion that engagement encompasses activation 
along with other aspects of patient-centered care by distancing itself from the notion of 
compliance.  The statement also reiterates the impression that activation, as a related term, 
emphasizes the patient role in self-care almost exclusively.  Clearly, patient activation is a state 
assumed by the patient through their own efforts, albeit with the understanding that supporting 
resources may come from the provider or institution.  It focuses on the cognitive aspects of 
engagement only, without attention to the behavioral mechanisms required to sustain motivation 
over time (commitment) nor the personal relationships that serve to prompt engagement 
(therapeutic alliance).  





a person or entity, is a term generally associated with granting a larger voice to the patient as 
consumer, and has been treated extensively in the general literature.  There is confusion 
regarding what patient empowerment is specifically, and what it entails (Asimakopoulou, 
Newton, Sinclair, & Scambler, 2012), but it implies a sharing of power and control between 
healthcare professionals and patients (Christensen & Hewitt-Taylor, 2006).  Following a 
systematic review of the literature based on a search of Medline for the antecedents, activities, 
and outcomes related to patient empowerment published during the period 1980-2005, 
Loukanova et al. (2007) offers one definition:  
 
Patient empowerment is a continuous process through which patients (and patient 
groups) work in partnership with the healthcare system to enable patients to 
become more responsible for, and involved in, their treatment and healthcare.  
Empowerment enhances the provider-patient relationship by developing the 
patients’ own skills and promoting a more balanced partnership in decision 
making. (p.283)   
 
 A nursing qualitative survey describes the concept of empowerment as “a complex multi-
dimensional contested concept that can reflect a broad socio-political agenda, a radical 
emancipatory process or, (as their study shows) pragmatic interventions operating within the 
confines of a slightly modified medical model” (Piper, 2010). Rifkin (2006) offers the essential 
elements: “involvement of the patient in decisions about personal healthcare and increased 
sharing of knowledge by health professionals to ensure that all decisions are made wisely.”  In 





care through increasing patients’ understanding of medical terminology by creating a tool to 
translate medical text for the lay patient (Topac & Stoicu-Tivadar, 2013).   The common theme 
to all these definitions is the leveling of the perceived power relationship between patients and 
their healthcare providers and institutions. 
 A review of the literature was conducted by Fumagalli et al. (2015) to differentiate 
between several of the related terms including patient empowerment, engagement, participation, 
involvement and activation.   In this study, the authors reviewed articles published between 1990 
and 2013 with the keywords “patient engagement”, “patient activation”, “patient empowerment”, 
“patient participation”, “patient involvement”, and “patient enablement”.  (This last term of 
enablement is not included in this comparison because enablement is not a commonly used term 
in clinical practice, nor was it encountered elsewhere in the literature review). The authors 
formulated an evidence-based concept mapping exercise to help resolve the ambiguity in the 
literature that results from “the multiple and overlapping meanings” of these terms. In the 
review, the authors define empowerment as representing the possession of conditions that make 
patients willing and able to play an active role in their care.  However, they stipulated that while 
motivation and ability are necessary for empowerment, they are not sufficient.  Also required is a 
restoration of the “balance of power” (p. 386) between patients and providers, as occurs when 
providers delegate responsibilities to patients.  They described patient empowerment as both a 
process and an active behavior.  
 The authors note that patient engagement does not have a precise definition, but they 
utilized Gruman’s definition of engagement (“actions individuals must take to obtain the greatest 
benefit from the healthcare services available to them”) and expanded it to describe the engaged 





powerful (in relationship with providers) to obtain benefit from their care.  They found that 
engagement seems to have a recursive relationship with empowerment in that patients must be 
empowered to engage, yet must maintain a high level of engagement to preserve their 
empowerment. The authors recognized that engagement may be either a cause or a consequence 
of empowerment.  
 Also according to this review, engaged patients may be motivated, without necessarily 
possessing the ability or power to manage their own care, while empowered patients possess 
motivation, ability and power.  The definition of empowerment formulated by the authors 
following their review demonstrated the role of engagement in empowerment and an implicit 
definition in the process:  
 
 Patient empowerment is the acquisition of motivation (self-awareness and 
attitude through engagement) and ability (skill and knowledge through 
enablement) that patients might use to be involved or participate in decision 
making, thus creating an opportunity for higher levels of power in their 
relationship with professionals. (p.390)   
 
This definition reduces engagement to its motivational role (component of commitment in 
PACT) and adds the features of “enablement” to reach a state of empowerment.   The definition 
of empowerment includes access (ability) and commitment (motivation), but not personalization 
or therapeutic alliance.   It does not recognize the varying levels of desire by individual patients 
to wield power in the relationship and it also suggests an oppositional relationship between 





capacity to make decisions regarding their own care.  While the concept of empowerment has 
implications for engagement, empowerment does not offer the collaborative nuance inherent in 
the various manifestations of engagement. 
   Patient participation and patient involvement.  Patient participation and patient 
involvement are often used interchangeably.  Patient participation is a MESH term in Medline 
that was created in 1978.  Its scope is defined as “patient involvement in the decision making 
process in matters pertaining to health, and is not to be confused with patient compliance”.  The 
term in Medline is related to patient education and health literacy and is used as an umbrella term 
for patient engagement, patient empowerment, patient involvement and patient activation.  
 Fumagalli et al. (2015) explored the boundaries and relationships between participation 
and involvement during the course of clarifying the term patient empowerment. The findings 
relative to participation and involvement are informative for this analysis.  The authors identified 
over two thousand articles to help explain the terms patient participation or patient involvement.  
They limited their search to English language articles from the perspective of the patient where 
the studies contained embedded elements that aided the understanding of the constructs.  A 
general finding was the limited use of explicit definitions as well as the presence of overlapping 
meanings that rendered the differentiation of terms more difficult.  Following the analysis, the 
authors proposed consolidating the terms participation and involvement as they were used 
interchangeably.  However, they found that this consolidated concept of 
participation/involvement distinguished itself from the associated terms of empowerment and 
activation by specifying that they represent actual behaviors (such as information seeking, shared 
decision making, self-care).  In comparing empowerment to participation/involvement, they 





behavior.  In sum, engagement (and enablement) are antecedents to empowerment, which in turn 
is an antecedent to participation/involvement.  This finding calls into question the definitions of 
patient engagement and lists of engagement behaviors provided by theorists in Chapter 2 (prior 
to the concept analysis).  It suggests that first the patient must be motivated (Commitment) and 
have the ability to satisfy healthcare needs (Access) in order to be empowered to participate or be 
involved in self-care.  Often the engagement literature would have it the other way around, as in 
Gruman’s definition, where engagement consists of actions to be accomplished by the patient.  
Fumagalli’s description of the process that begins with engagement, albeit only in terms of 
commitment and access, corresponds with the sequence of attributes and consequences identified 
in the concept analysis, in that engagement behaviors precede participation or involvement. 
 Despite the consolidation of the terms participation and involvement to facilitate the 
comparison to empowerment, the literature review did distinguish between the use of patient 
involvement and patient participation by clarifying that involvement is the degree to which 
patients assume a role in the decision making process, while participation represents a subset of 
involvement where its level is determined jointly by patients and providers.  In other words, a 
patient making an autonomous decision regarding their healthcare is considered patient 
involvement, while partnership in making decisions is considered participation.  Participation is 
more closely aligned with the engagement definition identified in the concept analysis, due to the 
attribute of therapeutic alliance.  Fumagalli stipulates that both involvement and participation 
denote actual behaviors, while engagement and empowerment denote states.  Yet, the concept 
analysis describes engagement as behaviors, in addition to relational processes and 
environmental conditions.  





rather than the relationship and interaction between provider and patient.  By focusing on actions 
taken by the patient to enhance their care, the terms suggest task shifting to the client, while the 
role of the healthcare institution and provider would be to supply the necessary tools for that 
shift.  Justification for making this shift is provided using data reflecting improved patient 
outcomes and cost savings (Coulter, 2012).   The four related terms discussed above are 
recursive with patient engagement, as mentioned in Fumagalli et al. (2014), in that they may be 
both antecedents and consequences of the process of patient engagement.  In other words, patient 
engagement may lead to increased activation, empowerment, participation, or involvement, as 
well the anticipated health outcomes.  But the processes associated with activation, 
empowerment, increased participation and involvement may also contribute to a state of patient 
engagement.  All of the related terms represent concepts of a more narrow range than that of 
engagement.  Activation is patient-focused and indicates the patient’s confidence and skills to 
manage their care.  Empowerment represents the patient’s increased desire and ability to 
participate in care as a function of their confidence of their status within the healthcare system.  
Participation and involvement are similiar but they are strictly behaviors rather than states, and 
there is some indication based on Fumagalli’s review that participation involves a greater degree 
of self-management in care compared to involvement. All of these elements contained in the 
related terms were present in the review of literature where patient engagement is defined, 
measured or the subject of the article.  Patient engagement encompasses levels of 
participation/involvement in care according to individual desires and capabilities, partnering with 
providers and institutions vice maintaining the power hierarchy, and increasing the confidence 
and skill levels of patients.  When all four of the attributes are present – personalization, access, 





may be brought to bear throughout the range of healthcare settings.  
 
 
AIM 2  
 
 Emergent Content Analysis of Focus Group Transcripts.  Prior to the literature 
review associated with the concept analysis, an emergent content analysis of the focus groups 
had been performed to avoid contamination of the inductive analysis by the pre-existing 
interpretations of the concept.  The concept of patient engagement was analyzed in the context of 
a specific patient population informing the design of a tool intended to aid them in meeting their 
healthcare needs. 
 Six focus groups of adult HIV patients in New York City, male and female, English and 
Spanish speaking, expressed a number of common themes relating to their healthcare 
experiences that are described below.  The focus groups were held in the context of designing a 
mobile health tool to facilitate patient care and revealed a number of desires and challenges for 
HIV patients in obtaining and adhering to care.  Design of a mobile health tool may be informed 
by patient experience as to what motivates patients to seek and adhere to treatment.  
 Five general themes were identified during the emergent coding of the transcripts of the 
focus groups: self-organizing, reducing vulnerabilities, making social connection, individuality, 
and desire to know.   Within each theme are a number of persistent categories that arose during 
the focus group discussions.  These categories address the needs, concerns, and desires of HIV 
patients in New York City that may offer insights into facilitating care for other patient 
populations.  The themes described below may be summarized by the statement that if a tool 
were to be designed to motivate patients to seek and adhere to their care, the tool may need to 





system, facilitate personal connection within the care community, adapt to individual 
circumstances, and satisfy the patient’s desire to learn and understand more fully the disease and 
its range of implications.  The categories associated with the above themes are found in table 11.  
Some categories may apply to more than one theme, but are listed only once for the theme in 
which it was expressed more strongly or most often.  The categories will be discussed in a 
section on each theme.   
Table 11 
 
Emergent Coding Themes and Categories 
________________________________________________________________________ 
 
Themes     Categories 
_________________________________________________________________________                                                         
     
Self- 
Organizing 
Care Plan, Comprehensiveness, Ease, Efficiency, Follow-up, Integration, 
Paperwork Management, Options, Preparation, Proficiency, Recall, 
Simplicity, Speed, Utilities 
Reducing 
Vulnerability 
Anonymity, Anxiety, Caution, Comfort Level, Confusion, Cynicism, 
Data, Depression, Disorganization, Distrust of Government, Intimidation, 
Intrusion, Expense, Fear, Frustration, Loss of Continuity, 
Misunderstanding, Motives (of marketplace and CDC), Privacy, Rights, 
Risk, Security, Self-Interest, Stigma, Uncertainty  
Human 
Connection 
Atmosphere, Caring, Collaboration, Corroboration, Credibility, Empathy, 
Help, Hierarchy, Informal, Marketing Skills, Outreach, Participation, Peer 
Support, Perspective, Relationships, Social Support, Teaching,  
Desire to 
Know 
Currency, Discerning, Googling, Immediacy, Information Needs, 
Information Quality, Magnitude of Data, Options, Research, Seeking 
Knowledge or Information, Timeliness, Understanding, Visual 
Demonstrations 
Individuality Adjustment, Attraction, Culture, Customization, Enjoyment, Euphemisms, 










 Self-organizing.  Perhaps as result of the effects of the illness, patients expressed 
difficulties with memory.  One participant stated that “with HIV your memory goes”.  This 
impression may be supported by the neurocognitive impairment associated with HIV (Ellis et al., 
2011).  Difficulty remembering may be an important factor in treatment adherence.  In order to 
manage the disease, patients must remember to take a variety of medications at different times of 
day and organize a number of clinical visits perhaps at varying times or locations.  The necessity 
for medication adherence is especially important due to the possibility of anti-viral resistance.   
Having a reminder system with HIV is fraught with concerns about privacy.  As one participant 
remarked, even verbal reminders by significant others must be done with caution because “we 
never say ‘did you take the pill because there might be people around and may think he has 
something weird.’”  Female participants noted their difficulty in remembering due to the added 
exhaustion of caring for children.  “Women, we have to take care of our kids, make sure they are 
off to school, make sure their clothes are done...by the time we get finished doing that, we’re so 
tired emotionally that we might just forget to take our medication, we might just forget a doctor’s 
appointment.” 
 In addition to remembering to take medication and keep appointments, keeping track of 
documentation, which is usually in hard copy form, is difficult.  Participants did not report 
having a highly effective system for reminders or documentation.  There are many examples 
such as “I mostly have things in my brain cells.” ... “I’ve got to tell them things from the top of 
my head. I can’t go around reading a paper to him or her and saying this and that.” ...“I’m 





it drives me crazy.”...  “ Papers pile up and I’m constantly shuffling them around.”...  “That 
paper was certified and I lost it.”  
 Participants understood the importance of keeping up to date with developments in 
treatment and the wide range of choices available to them, which drove them to scour internet 
sources and conduct personal inquiries from everything from clinical trials to interaction of anti-
virals with illicit drugs.  In seeking care, they were concerned about time lost to unproductive 
efforts to obtain care due to lack of insurance coverage or attendance at the wrong type of 
community-based organization. Participants reported that they often solicit advice from their 
peers regarding new developments in treatment. 
 Methods used by individuals to organize their information to maintain records, attend 
upcoming clinical visits with prepared questions, and to remember the times and ways to take 
medications varied between individuals.  Some relied on their memory alone, some relied on 
paper or physical orientation of objects as reminders, some used notes on their electronic device, 
while others used more sophisticated aids such as integrated alarms and calendars.  There was no 
overriding method used by patients to organize their care.  Further, each participant seemed to 
cling to whatever method they were accustomed to, knowing the method best adapted to their 
personality and circumstances.  Participants also voiced a desire for memory aids that were 
simple and used familiar language.  The utility of aids to assist in giving a name to symptoms 
was also mentioned.  
 Reducing vulnerability.  The topic of disclosure (of HIV status) often surfaced and the 
obligation to disclose (to friends or partners) was even highly debated in one group.  Patients 





a parent stated, “They (his children) don’t know about my status because I don’t want them to 
start worrying about me.”   
 Patients were apprehensive about three aspects of privacy: access to their health data on a 
smartphone may subject them to location tracking by government agencies, the presence of HIV 
related apps on a smartphone will identify them as HIV-positive, and content of their medical 
records may be inadvertently distributed or intentionally accessed by unauthorized people.  
Comments such as  “They (government) know everything about me” and “How can I truly trust 
my phone and enter information when I am fearful that the information will go all over the 
place?” revealed apprehension about data security.  Apprehension about data security was 
compounded by participants’ skepticism of government motives in developing ways to assist 
patients in managing their data and the history of poor responsiveness by government agencies to 
prevent and treat HIV.  "I don't know who backs up these web sites, who's paying for it, whose 
money's going to say whatever they want to say." "CDC doesn't really catch on quick enough 
than a lot of other pages so, you know they come kind of late, actually, for me, anyway. “ 
Suspicion of government initiatives in eHealth for HIV and the particular needs of this 
population to protect their HIV status made privacy and confidentiality a high priority in the 
discussions.  Distrust regarding the priorities of health services is described as when a 
medication does not achieve the desired effect “they get you off the medication at once, because 
they don’t want to be responsible.”  
 The need to feel confident in the security of the data was evident, yet participants also 
recognized the need to accommodate a certain level of uncertainty in data management as this 
will be inevitable in the move forward. “We just have to get a little secure about it. Because I 





computer can be hacked at any time.  But I got comfortable with it.  So, it's a period you got to 
go through. You've got to adjust to certain thing in life." What appears to be needed is an 
acceptable level of trust in the effort to secure data as well as in the intentions of the institution 
processing the data. 
 Levels of acceptance of information technology in general varies from embracing it 
completely as in “Android is my lifeline” to aversion as in “I cannot stand technology because it 
takes away the use of people using their brain” or  “I’m quite intimidated by modern 
technology”.  Use of communications technology as an adjunct to care must be adapted to the 
individual’s comfort level to identify and address apprehension.  The use of communications 
technology also offers a privacy advantage for HIV patients that was recognized - “your phone 
creates a privacy that you don’t always have by going to agency or clinic or whatever.” 
 Two Spanish-speaking participants in one group expressed apprehension regarding the 
disease itself and how it is perceived by comparing the concept of AIDS to that of HIV.  They 
noted that the concepts have changed and ask whether it is better to insert a fearful concept of the 
disease into the minds of people, as with AIDS, or to describe HIV as a disease with very serious 
implications.  The representation by medical authorities of HIV as a manageable disease not 
visible on the outside, rather than describing it as a dangerous disease with serious consequences 
and side effects, is criticized by participants because this less ominous representation does not 
serve to protect people.  The participant stated that this form of representation causes people to 
no longer take the disease seriously and undermines prevention efforts.  The issue of how 
language should be used to represent the threat is intertwined with comments on how the 
language used varies according to different dialects and customs.  There is clearly unease about 





focus group member who has used mobile technology regularly, also criticized how HIV is 
represented as a less dangerous disease using video technology where patients “look healthy”. 
 There are also apprehensions about continued insurance coverage “Medicaid gives me 
problems every year. And this makes me really fearful that they may take it away.  I need to have 
something that’s secure...not have problems that it will be taken away, and that worries me a 
lot.”  
 Making social connection.  The desire to connect with other HIV patients, providers, and 
social service agencies was repeated in a variety of ways.  When discussing design capabilities of 
the tool, often the participants queried whether there would be “someone at the other end” when 
using the tool to submit a question or concern.  The ability to reach out to a provider in real time 
with specific and sometimes urgent questions was important.  In addition to the ability to obtain 
timely medical assistance or advice, participants reported very positive experiences with social 
media as a way to share experiences and concerns with community members.  Often, the 
interactions would guarantee anonymity of the contributors, providing a safe space to describe 
depressive episodes or to ask questions about the success of different treatments.  Despite the 
anonymity of the encounter, participants reported that they felt supported and connected to the 
larger community and the dialogue served to raise their spirits or motivate them to continue 
treatment or support others.  Participants echoed the value for human interaction -  “Shows 
someone is out there who is concerned.” " You have other social networks that are really there 
for you. If you don't know where to go or where to get the resources they're (patients) never 
going to maintain that (connection).” 
 Social connection was a source of motivation and inspiration to continue care through on-





getting comments from people I didn't know. So I think that was positive for me…because I felt 
connected to people"..."if you could have prerecorded testimonials ... and have different 
categories…. you might hear somebody talk about it and how they handled it"... “I’m motivated 
when they tell me (date since diagnosed) 1987 and 1993.  And I look at them and I’m OK, if 
they’re living that long, imagine how long I can live”... "How many people are saying the same 
things could be better than just falling on one web page" ... "For me, repetition is a 
motivator…the more I hear it the more pressure I sometimes feel because I can't forget it.  This is 
my health. Sometimes I'm neglecting my health and being constantly reminded of it makes it 
harder to neglect it."...  "Open up. Speak about your illness and people understand, they agree 
with you, they go through emotions with you, and you feel peace of mind"... "The support 
groups really help and it does motivate you because you're learning or you're giving information 
and it just makes you...you know"...  “But the ones that's serious, right, when you go in there and 
share and you can see that that person really cares about you"...  "Listening to how the doctors 
talk or the nurse or whoever is there, talk about it, helped me to realize that my health is more 
important."  One participant describes a website with a chat function by saying “It gets me going 
because I’m talking to somebody.  I don’t know them but they say some (of the) nicest things 
and pictures. You know it gets me going.” 
 The perception of the ability to influence the community of HIV sufferers and make a 
difference was expressed by comments on texting that it “gives me the motivation to go out in 
this crazy world, and you know, want to be a solution not the problem.”  The potential 
contribution of each individual to the effort is reflected by one participant’s comments as 
“having these people who dedicate their lives to the community...that at least like a little grain of 





experiences on-line can be uplifting  - “When you become more mindful it may alleviate your 
mood.  You’ll be able to talk about it.”   Each focus group contained references by participants 
that stressed the need to educate and protect youth from HIV infection.  The repeated references 
to the “community” of those suffering from HIV leads to a sense of social responsibility inherent 
in their membership and the common goal of preventing and treating HIV.   
 Relationships with providers vary, but the importance is clear and there are some 
comments on how that relationship may be cultivated. “I have a relationship with the nurse, with 
all those who draw blood, everything, in calm and healthy peace.”  “You manipulate, one day 
you take them flowers...or a piece of candy.”  “On Thanksgiving, like ‘let me give you thanks for 
all the care you have provided’, and that’s not manipulating, but it is felt.” The ability of the 
participant to express oneself in a clinical encounter was affected by the perceived power 
relationships between provider and patient.  One participant asserted, “I think it’s very sufficient 
to remind them that they work for you, that you don’t work for them” which elicits the 
hierarchical nature of the encounter.  Another participant’s understanding benefits from the 
relationship with her provider “ I’m really comfortable with her because it's like she explains 
everything. She takes the time to explain it, everything, and any questions.  When she explains 
the stuff, stuff will come up in my head that I'll want to ask her. So that's how it works for me." 
The relationships with providers are limited in an important respect.  Some participants do not 
feel providers can achieve a high degree of empathy with patients, in that it is necessary to 
experience the suffering in order to identify with it.  “It’s not like they can really help you from 
that first point of view standpoint, it’s not like they’re going through it themselves.” 
 Communication poses a barrier to the relationship with providers. One participant - “You 





another -  “They (the doctors) don’t understand themselves.” For one participant, HIV-related 
monitoring is still a mystery – “I still don’t understand the counts and everything, so I would 
want to know what’s on point and what’s not on point.” Content, as well as language, may be a 
barrier-“it’s awkward for me to talk to someone who’s not part of my sexual life” suggesting that 
shared experience may be necessary for understanding.  The approach and demeanor of the 
providers influence how information is passed on to patients - "I'd like her to be more open and 
honest, like more communication and understanding about my lab reports".  
 Individuality.  Participants maintained that they know their own bodies and are aware 
when something related to their health “isn’t right”.  They expressed a desire to be heard by their 
providers so that they may fully express their experiences, symptoms, beliefs and fears as the 
“owner” of the body.  Some participants reminded others that it is their “right” to express 
themselves and they should assert it. Another participant described a relationship with her 
provider that cultivated an open discussion and her provider encouraged her to say or ask 
whatever she wanted.  Personalities and perceived hierarchical relationships may hinder the 
ability of the patient express himself adequately, but the expectations of patients may vary.   
How the patient is treated may impact what the patient feels they can say, and recognition of the 
patient’s perspective and need to be heard seems to promote a level of personalization of care.   
 Participants reported seeking an approach to care that incorporates their unique needs and 
experiences such as a recently diagnosed versus a long term HIV patient, or a female HIV patient 
experiencing menopause.  Patients’ desire to satisfy their individual needs while asserting the 
capacity for self-knowledge and an overall desire to be heard was highlighted by participants.   “I 
think our providers need to listen to what we have to say because we know what's wrong with 





exam. Do you understand?"...  “I told her if you would have listened to me from the beginning, 
we wouldn't have to go through all this.  We're the ones who are suffering, we know our bodies.  
We're the ones living with HIV. We know what HIV does to us, us that are educated..." ... and "I 
would like to see someone come up with a plan that can help the individual". 
  In addition to time and financial concerns, they expressed a need for a comprehensive 
source of information where their particular circumstances and treatment plan could alert them to 
side effects and interactions.  This aspect of personalization of immediately accessible 
information was stressed often.  While access to information was very important, it was often 
accompanied by the stated need for human interaction – a human voice.  Several times 
participants asked if the mobile tool being designed would enable them to connect directly with 
their own provider. 
 Desire to know.  Despite the range of strategies for obtaining information among 
participants, a common desire shared by all participants is to seek out the most reliable 
information on treatment outcomes, side effects of medications, quality of provider care or 
clinics, and any relevant information available on management of HIV.  This is most often 
accomplished by accessing information on-line, or through literature at the clinical site or 
community organization, or through peers.  Participants do not rely on their providers 
exclusively for information, but rather supplement it with resources found on the web, even with 
the providers’ encouragement.  "They (provider) tell me then I look it up too, to read more about 
it, because they can't explain everything to me. I like to read about what's going on."   But the 
work is extensive -  "I think you need to go through a lot of web pages and see how many are 
saying the same thing if you're trying to get real information."  Reliance on only the providers 





thing.” This is not uncommon for any patient population, but it is interesting to note the 
frequency in this group -  “research. I do that all the time. I get freaked out and then I look 
everything up” and how important this community believes the practice to be -  “your negligence 
will cost you your life”, especially since their illness may not be discussed openly with others.  
The obligation to seek information is emphasized along with the assertion that  “it’s your right” 
to have access to it. 
 In general, simplicity and clarity of language was a key element in the communication 
between provider and patient that lowered barriers to satisfying the desire to know and 
understand.  For Spanish speakers, the sensitivity of the HIV topic in medical institutions that 
often delivers queries in English raises further difficulty...“So it is comfortable or uncomfortable 
to answer personal questions in a language I don’t understand?” Not only the language used, but 
also cultural understandings that differ within linguistic groups were mentioned as important 
elements to effective communication. To instill the importance of effective teaching, one 
participant calls for more frank language in order to convey the real dangers of the disease.   
 Patients expressed the desire for more knowledge and understanding than they receive 
from their providers. Their principal concerns are side effects and interactions of medications.  “I 
need some type of resource or specialist...enhance our chances of more understanding....some of 
them (primary doctors) have no talent or motives to, you know, really care"... "If you have no 
understanding to it, then really you don't know what's going on with your body or anything 
else"... "Doctors don't know everything that's right for you so you can go on the Internet."  There 
is misunderstanding about the risks and benefits of certain medications.  "Why providers give us 
medication that is going to do damage to us? I don't understand that." Patients may not be 





that's not being told"..."someone (else) told me no…this is information that they don't tell 
us...We'll get in trouble and end up in the hospital"... "I'd like to ask more questions about what's 
going on."  Perhaps as a result of the vulnerability HIV patients experience with a compromised 
immune system, the immediacy of a response to their concerns is a priority -  "you get the 
results, you need to talk to someone right then and there." 
 The format for presentation of information is also important... “something that creates an 
interest and at the same time it educates, it entertains you because it will draw your attention, 
because you are always bombarded with serious things that should be this way, but I believe if 
you add some fun it will draw more attention.”  Participants in each focus group, while providing 
the details of their serious health needs and concerns, suggested that any tool developed to assist 
patients should attract them in a variety of ways, from utilizing business-style marketing schemes 
to playing games that raise awareness. Access to information and assistance is not enough; the 
patients’ interest must be raised.  How that is accomplished is again very individual as some 
participants found certain types of games or avatars in representations of HIV-related scenarios 
inappropriate.  Several participants suggested on-line visual demonstrations for learning, and one 
group even considered it a useful way to develop disclosure strategies. 
 The statements by HIV patients in focus groups that were intended to inform the 
development of a mobile tool to help them seek and adhere to care in a way that optimizes their 
overall health, may offer insights into how to “engage” a patient.  Characteristics identified 
through examination of the transcripts of the statements by these patients reveal what may be 
most important to them.  Addressing these needs may help to motivate patients in their efforts to 
sustain an arduous treatment plan over the long term.  These characteristics include making it 





to protect their privacy, helping them to share their experiences with the community in a way 
that their own contribution is valued, respecting individual differences, and fulfilling patients’ 
desires to locate timely reliable information as well as their intellectual inclinations for more 
knowledge relating to the experience of their illness.   
 Directed content analysis of focus group transcripts.  The results of the concept 
analysis based on the patient engagement literature was applied to the results of six focus groups 
of HIV patients who described their healthcare needs and desires in the context of the 
development of mobile technology to meet their needs.  These are the same six focus group 
transcripts of HIV patients, discussed previously using emergent content analysis, and they were 
reviewed again using the four identified themes.  The four themes of personalization, access, 
commitment and therapeutic alliance were applied to the text using a directed content analysis 
method.  The four categories were strongly represented in all the transcripts.  In addition, there 
was another theme regarding privacy/confidentiality that, while related to all four categories at 
some level, was most closely associated with therapeutic alliance.  This theme demanded 
separate treatment due to the frequency of its appearance and the potential impact on receiving 
care. 
 Personalization.  Participants often cited a need to adapt care practices to the individual.  
The personalization applied to both their physiological responses to the disease and their 
medications, as well as their cognitive approach to adhering to care or processing patient-related 
information.   They clearly sought recognition for their experiences as an individual patient with 
“I know my body”,  “we know what HIV does to us”, and “how your body reacts is different 
from everybody else’s”.  They were also clearly cognizant of the way healthcare tools must be 





receptivity to apps that use gaming, and avoidance of change for some patients.  Also, the need 
for personal choice arose in the context of being forced into one HMO versus another through 
time pressures and insufficient information to make an informed choice.  One participant 
lamented the loss of valuable time in an inappropriate group setting until he found the setting that 
was right for him.  The ability to make an informed choice straddles several categories, where 
the ability to choose and the choice made is unique to the individual, and the necessary 
information to do so must be accessible and ideally a decision made collaboratively with 
providers.  Overall the participants expressed a strong desire to be recognized as individuals with 
a unique response to the disease and the medications, as well as an improved capacity to know 
the choices available to them to make an informed choice based on their individual 
circumstances. 
 Access.  HIV patients are faced with a number of comorbidities, medications and 
treatment options.  The severity of their illness and complexity of their care may compel patients 
to exploit many sources of information regarding possible medication side effects, new treatment 
modalities, identifying symptoms, and seeking effective care as noted in the focus groups.  These 
concerns are reflected by the participants with comments about how they would like to be able to 
have more information easily available and they often try to satisfy this need on their own.  In 
describing information-seeking behavior, “...they might not call anybody but they will sit at 
home and go through this computer...” or do research on-line because “I want to advocate for 
myself to know what’s going on...”  Participants described a tendency to search information 
almost obsessively with comments such as (for naming symptoms) “the faster you know the 
better so we can take care of our health”... and “everything regarding HIV...most of the time I am 





Participants expressed the desire to maintain their anonymity, and thus protect their HIV status, 
while searching for information, and mobile technology was seen as an advantage in that respect.  
Participants wanted to access information in such a way as it would be more organized, 
understandable (in their mother tongue and in non-technical terms) and help them to assess their 
own treatment plan (“how you self-manage to stay well”), and evaluate options (“if they find a 
cure, you don’t know, you are still taking medications”).  They also wanted to be able to discern 
what information is credible because “you can’t leave it up to the marketplace” and one wants to 
“know how to discriminate between what educational info is and is not”.  There were several 
references to a desire for information in a visual format to enhance understanding such as You 
Tube demonstrations.  Barriers to access that were identified by participants included money, 
phone and internet service, reliable sources of information, and language skills.  
 Commitment.  The attribute of commitment as defined in the concept analysis represents 
cognitive or behavioral states that stimulate a patient to attend to their health or provides them 
the confidence to do so.  There were many examples during the focus groups of how PLWH 
motivate themselves to continue to try to follow their health regimen.  As the discussion involved 
mobile technology, the utility of reminders arose often.  Yet, the system of reminders that each 
participant used, or imagined using, varied.  It was insufficient for a reminder to appear at an 
appropriate time.  They preferred the reminder to be accompanied by some form of uplifting 
message or pleasant experience, such as reminders with tailored greetings or a smiley face.  A 
reminder was not to be seen as a form of harassment or unwelcome disruptive event.  The 
participants had either already signed up for text reminders, or considered doing so with the app 
under design, so they exhibited a basic desire to enforce their commitment to following their 





understood that consistent use of the reminder system would be enhanced through the addition of 
interesting or challenging features, such as games, videos or more creative messaging.  One 
participant specifically described repetition as a motivator as “being constantly reminded of it 
(health) makes it harder to neglect it”. 
 Another strong motivating factor for these patients is their sense of responsibility for 
advancing the community’s understanding about HIV, especially for prevention efforts aimed at 
the youth.  There were several comments that criticized the public health initiatives for not being 
realistic enough in their presentation and the patients felt it their responsibility to remain healthy 
enough to help influence the message disseminated to the community.  Further, they may benefit 
from a sense of satisfaction for their role in prevention for the community...“It makes me feel 
healthy that I am helping someone to not get infected with the virus”.  The importance of 
seemingly minute contributions to treatment and prevention of HIV is reflected by a participant 
who describes the app in production as “a little grain of sand that each person contributes and 
brings to light”.  The motivation to stay healthy to contribute to community education and 
prevention suggests that the participants derive meaning from their role in prevention.  Further, 
the concept of social support in HIV treatment is clearly present through comments such as 
“group collaboration encourages progress to everyone that wants to help, and it’s a group that 
reflects information we can share.” And “the groups are necessary. For those of us that live with 
this problem, we think it does help us.”  The role of social and emotional support is recognized 
“within our situation, besides the HIV condition, there’s a mental health problem.”  Addressing 
this “mental health” aspect of care seems to play a part in motivating patients to adhere to 





 Therapeutic alliance.  The impact of patient provider communication was raised in each 
focus group.  The overall relationship between patients and providers ranged widely.  Some 
patients distrusted their providers and complained of providers’ use of a technical language they 
did not understand. “I don’t understand doctors half the time when they talk...” or “ I don’t 
understand the counts and everything, so I would want to know what’s on point and what’s not 
on point”....” or “they just tell me I’m fine, so I am like ‘Ok fine’ and ...that’s the problem...they 
tell everyone they’re fine...”  One participant expresses his frustration that “some of them 
(doctors) have no talent or motives to really care. In essence we’re going to the internet and 
speaking to a doctor from there”.  The power relationship is questioned with “I think it’s very 
sufficient to remind them that they work for you, that you don’t work for them.”  This lack of 
effective communication made it difficult for the patient to discuss their concerns with the 
provider.   
 In contrast, other patients described open communication where the patient had ample 
time to ask questions and felt comfortable speaking with the provider.  “I have a good 
relationship...she explains everything in detail...it’s just comfortable...when she explains stuff, 
stuff will come up in my head and I will ask her...”.  And “my doctor has always been on top of 
me...calling me to see if I’m ok...she is always on top of my needs.”  One participant describes 
her relationships with the nurses and social workers to whom she may occasionally bring gifts 
and tries to behave in a way “not manipulating, but felt” and the clinical setting as “everything in 
calm and healthy peace”.  The value of a communication with clinicians leads to “having a better 
relationship...better knowledge...and more options.”  Direct personal contact was important to the 





person” and another wanted to avoid the use of e-mail communication with the doctor in favor of 
personal phone calls. 
 Preparation for a visit by searching on-line for information was also mentioned as a way 
to enhance communication.  The desire to communicate more with providers was described “I 
would like to ask more questions about what’s going on...to be more open and honest, like more 
communication and understanding about my lab reports”.  The emotional need to interact 
personally with a provider is acute when “you see the results you need someone to talk to right 
then and there.”  Yet one participant believes that more needs to be known about the proper way 
to respond in that they need to “learn how to receive information...how to react.”  While 
emotional exhaustion may cause some forgetfulness with medications, one participant said that 
“most of us are good with doctors appointments”.  The desire to connect effectively is not 
focused exclusively on providers, but also includes ways in which to connect with peers.  The 
usefulness of group settings for sharing stories and learning was mentioned often...  “you tell 
your story ...you’re in contact with other people and they tell you their story, how they have gone 
about overcoming...”... “going to medical group and listening to the doctor or nurse talk helped 
me realize my health is important ...”.  The opportunity to discuss the challenges of living with 
HIV was a source of emotional support... “it’s good to give positive feedback because it helps 
the person who is freaking out be ok.  In a way just be positive”.  Forums for testimonials to 
one’s personal experience were important, as one participant stated “when you become more 
mindful it might alleviate your mood.  You’ll be able to talk about it.” 
 Privacy/Confidentiality.  While most of the transcript themes corresponded to the four 
defining attributes of patient engagement, the topic of privacy/confidentiality, associated with the 





the attribute of therapeutic alliance.  Privacy/confidentiality was mentioned in each of the focus 
groups and it occurred more than once in some of the transcripts.  This is a topic that may have a 
higher priority for patients with a stigmatized illness, yet issues surrounding 
privacy/confidentiality are present to some degree for every illness, whether in protecting one’s 
health status from others, or in protecting one’s personal identifying information when it is 
stored electronically.  The challenges surrounding privacy/confidentiality issues are very 
important and are treated extensively elsewhere, but of note here is that patients’ concerns about 
privacy/confidentiality did not receive considerable attention in the large body of literature 
reviewed to define patient engagement.  Thus, the definition of patient engagement that was 
based in the literature does not address what may be a central aspect of engagement.  This is not 
to say that patient privacy/confidentiality concerns are not addressed extensively in the literature 
overall, just that it does not occur in consistently in conjunction with patient engagement as it is 
discussed in the literature. 
 Comparison of the directed to emergent content analysis.  The findings from the two 
analyses (Table 12) agreed in many respects.  Three of the five emergent (E) categories agreed 
with three of the four directed (D) categories.  The categories of individuality (E) and 
personalization (D) were very similar in that they both represented the participants’ efforts to be 
recognized and treated according to their particular circumstances, demographics and 
personalities.  The participants believed strongly that the response of their bodies to the disease 
and to the medications were unique, as well as their approach to managing the requirements of 
self-care.  The literature responds to this patient view by emphasizing the benefits of tailoring 
treatment to the unique needs of individuals.  The “desire to know” (E) manifested by the 





related to the category of commitment (D) where patients’ efforts to adhere to treatment are 
influenced by cognitive needs to seek and understand reliable information related to their illness.  
Commitment may also be related to the category of human connection (E) where the emotional 
drivers to continued adherence to care may be found in the motivating aspects of social support.  
The category of therapeutic alliance (D) is most closely related to that of human connection 
where effective communication with both providers and peers offers a sense of empathy and 
belonging through sharing of experiences.   
 One distinction between the themes that emerged from the transcripts and the attributes 
from the literature is the category of access.  Access was defined in the concept analysis as the 
ability of the patient to obtain information, guidance, and tools to secure consistent, high quality 
appropriate care.  This includes patient functional literacy as well as institutional resources 
adapted to the patient’s geographical location, cultural background, and socioeconomic level.  
This category can also be applied to what appeared in the emergent analysis as “desire to know” 
in that it represented patient efforts to identify information and treatment options that can only be 
satisfied by “access”.  The emergent category is derived from the HIV patients’ perspective, 
while the directed category is from the healthcare services’ perspective.  In effect, the two 
categories of desire to know and access to information and resources are two sides of the same 
coin.  In addition, the commitment attribute pertains to the cognitive and emotional factors that 
stimulate the patient to exploit health resources available.  The theme “desire to know” is one of 
these cognitive factors so it also applies to this attribute.  Overall, most of the categories from 
both analyses are fundamentally in agreement, yet viewed from different perspectives - the 
patient or the healthcare institution.  The individuality expressed by the participants is satisfied 





participant is satisfied by the access facilitated by the healthcare services.  The desire to know is 
also a cognitive motivator that, when supported or encouraged by the healthcare services, leads 
to greater commitment.  The myriad ways of self-organizing for patients, when catered to in an 
individualized way, also supports the commitment of the patient to adhere to care.  The need for 
human connection expressed by the patients through communication with providers, 
participation in patient support groups, reaching out to increase community prevention efforts, or 
just confiding in a friend or using Facebook clearly offered therapeutic value for the participants 
who felt improvements in mood or found meaning in their activities.  This paralleled the 
category of therapeutic alliance that appeared in the literature and recognized the importance of 
patient connection to providers and peers through communication and shared experience. The 
one category that presented strongly in the focus groups, but with little mention in the literature, 




Emergent Themes and Attributes from the Concept Analysis 
________________________________________________ 
 
Emergent Themes   Attributes   
________________________________________________ 
 
Individuality    Personalization 
Desire to Know   Access 
Self-Organizing   Commitment 
Human Connection   Therapeutic Alliance 
Reducing Vulnerability 
________________________________________________ 
 The four attributes of PACT were consistent with the focus groups themes, yet the focus 
groups added the theme of reducing vulnerability, which is represented essentially by privacy 





While the privacy and confidentiality undergirds all the themes of patient engagement, it is most 
clearly applicable to the attribute of therapeutic alliance in that trust, in both provider and 
institution, is a necessary component to the clinical relationship.  Patients must have confidence 
that the alliance is protected as much as possible through the ethical standards of the clinician as 
well as the information technology used to support the connection, with the communication and 
information-sharing it entails.  
 The emergent themes from the transcripts and the directed themes from the attributes 
reciprocate one another as they emerge from different perspectives – patient or provider. The 
individuality sought by the patient corresponds to the personalization of the interventions.  The 
patient’s desire to know is responded to through the provision of accessible information and 
resources.  The self-organizing efforts of patients to ensure adherence to treatment in a timely 
and consistent manner represents the cognitive side of commitment to treatment which can be 
reinforced by mechanisms employed by the providers or institutions.  The emotional component 
of commitment is supported through the community resources cited by the participants.  And 
finally, both human connection and reduction of vulnerability may be incorporated in the 
attribute of therapeutic alliance where personal connection to providers and/or patients along 
with a sense of trust in the relationship form the basis for an alliance.  A crosswalk illustrating 











Table 13  
Crosswalk between Emergent Themes and Attributes  
Points of Intersection between Emergent Themes from Focus Groups and Attributes from 
Concept Analysis 
                            
                     




                Attributes from Concept Analysis 
              (Used for Directed Content Analysis) 
Personalization Access Commitment Therapeutic 
Alliance 





 Individuality tailoring to 
patient desires, 
circumstances 
   
Desire to 
Know 








































    
trust 
 
   
 Conclusion. While the comprehensive meaning of patient engagement was established 
through the literature and reinforced by the focus groups, it was also noted through the initial 





of processes to be performed, as behaviors that encourage an active approach to care, or as an 
environment that supports those behaviors and processes as well as a relationship between 
provider/institution and patient based on trust and communication.  The nature of those 
processes, behaviors and the environment are described by the four defining attributes. The use 
of the concept is related to the context in which it is employed and the perspective of the actor 
within the healthcare transaction, yet the nature of engagement does not change in that the 
defining attributes of personalization, access, commitment and therapeutic alliance all may play a 
part, independent of context.  A summary of the steps, methods and results of the project are 














Overview of Project 
 
                  Steps 
         (Chronological) 
           
           Methods 
            
           Results 
 
        Content Analysis  
      First Round Coding 
   Focus Group Transcripts 
 
 
Line-by-line emergent coding of 
participant comments surrounding 
facilitators and barriers to obtaining 
and adhering to care 
        codes>categories>themes 
5 Themes 
    1) Self-Organizing 
    2) Reducing Vulnerability 
    3) Human Connection 
    4) Desire to Know 
    5) Individuality 
                                                                        C
oncept A
nalysis 
                                    C
oncept A
nalysis  
   
         
        
 
         Step 1 
  ID Concept and 




    Preliminary Lit Review   
 
Patient engagement vague, ambiguous, 
not clearly defined in literature  
 
Related Terms: patient-centered care, 
patient empowerment, patient activation, 
patient involvement/ participation: post 
analysis all terms found to share some 
but not all attributes of larger concept of 
PE 
          
           
            Step 2  
  Selection of Data Sources 
SCOPUS, WoS, CINAHL, Psychinfo 
 
Inclusion criteria:  
“ Patient Engagement” either 
 - defined, 
- as a variable in a study, or 
- as the subject of an article 
 
722 abstracts reviewed, of which 
  è202 full text PE used as 
       autonomous concept, of which   
       è  96 articles meeting 
              inclusion criteria 
          
           Step 3  
      Collect Data 
 
Extract attributes, antecedents and 
consequences from data 
 446 attributes reduced to 108 by 
eliminating close synonyms and 
combining like terms; 34 antecedents 
and 21 consequences 
         
               
            Step 4 
      Analyze Data 
Organize large amount of data into 
separate domains and categories to 
simplify.  Then look for common 
themes present throughout. 
individual/discrete  attributes 








        
            Step 5 
    Identify Exemplar 
 
 
Select article that fully exemplifies all 
4 themes. 
 
Mixed methods study of integrated 
cancer program illustrating all 4 defining 
attributes 
           
           Step 6 
  Discuss Implications 
 
Consider how concept may be applied 
in theory, practice, education 
 
-Heuristic for PE strategies in HIT, SDM 
-Training in healthcare delivery 
     optimizing the 4 attributes 
    
         Content Analysis  
       Second Cycle Coding 
 
Directed content analysis based on 
defining attributes using elaborative 
coding technique 
 
Presence of 4 attributes strongly 









 The aim of this study was to define the concept of patient engagement.  The definition 
was derived by identifying the attributes of the concept within the context of its use in the peer-
reviewed literature in the health sciences, and through analysis of the relevant themes that 
emerged from focus groups of people living with HIV in New York City.  The attributes and 
themes were combined to produce a definition of patient engagement with four defining 
attributes.  The four attributes represent qualities or characteristics of patient engagement that 
manifest consistently in various healthcare disciplines and settings. In the following section, I 
will reiterate the findings in greater detail and compare them with the existing definitions and 
descriptions of patient engagement that appear in the general literature.  Then, I will describe the 
implications of the findings for policy, practice and medical/nursing education in the context of 
the most common uses of the concept.  Lastly, I will suggest areas for further research with 
respect to patient engagement. 
    
Discussion of Findings  
 The findings of this study revealed considerable information regarding the concept of 
patient engagement.  Patient engagement is an expression initially used in the 1990s (Ellul, 
Watkins, Ferguson, Barer, et al., 1993) and is an umbrella term associated with the movement 
toward greater patient involvement in care (Barello, 2014).  Some of the earliest references to the 
term were in the field of nursing and were associated with improving the patient-provider 
relationship (Cramer & Tucker, 1995; Ellul, Watkins, Ferguson, Barer, et al., 1993; Kemppainen 
et al., 1999).  The concept of patient engagement is not simply a US phenomenon, but is 
discussed in the international literature, including non-Anglophone countries (Graffigna et al., 





definition.  There are a number of concepts related to patient engagement including patient 
participation, patient involvement, patient empowerment, patient activation and patient-centered 
care, yet none of these concepts represent the breadth of the engagement concept. The exemplar 
of patient engagement was identified which manifested the four attributes of engagement through 
the experiences of cancer patients in an integrative cancer care program (Brazier et al., 2008).   
 Patient engagement encompasses both patient behaviors and processes incident to 
healthcare delivery (Gruman et al., 2010).  From this analysis, the definition of patient 
engagement behavior is the desire and capability to actively choose to participate in care in a 
way uniquely appropriate to the individual in cooperation with a healthcare provider or 
institution for the purposes of maximizing outcomes or experiences of care.  Patient engagement 
as a process is the provider or institutional efforts to foster that desire and capability.  The 
attributes that emerged from the hybrid concept analysis revealed four defining attributes for the 
concept of patient engagement that are represented by the mnemonic PACT (personalization, 
access, commitment and therapeutic alliance).  
 The attribute of personalization represents efforts to adapt clinical interventions to the 
unique desires and circumstances of each patient to the extent possible. This includes shared 
decision making and tailoring information and resources to the patient’s level of receptivity 
based on specific capabilities and life circumstances. Some examples of patient characteristics 
that may be personalized include health literacy, language, communication preferences, age, 
health beliefs and sophistication with technology.  Personalization may increase the likelihood of 
patient adherence to an intervention (Hirsch & Abernethy, 2012).  Attributes corresponding to 
personalization occurred frequently in the literature as policy-makers (Shippee et al., 2013), 





information, resources and interventions to optimize receptivity by patients as a means of 
engagement. 
  Personalization of clinical interventions based on patient characteristics accompanies 
advances in personalization of treatments in genomic medicine (Phillips et al., 2014; Pokorska-
Bocci et al., 2014).  Bioinformatics offers the potential capacity to integrate the patient’s unique 
circumstances and personal preferences with clinical recommendations based on an individual 
genomic signature and patient reported outcomes for similar interventions (Hersh, 2009).  
Informatics is concerned with the optimal use of information, often aided by the use of 
technology to improve individual health, healthcare, public health and biomedical research 
(Hersh, 2009).  Hirsch (2012) describes informatics as an information bridge between the various 
methodological approaches to improve care.  One of the approaches he cites is patient 
engagement, which he does not define, but he cautions that it is not related to electronic health 
records and registries alone, but alternative platforms where the patient’s voice may be heard.  
Hirsch envisions the integration of patient engagement, genomics, and information technology, 
as representative of the future health system in which he emphasizes personalization of care for 
the individual patient.  Personalized medicine has become a field in itself comprised of “tailoring 
of medical treatment to the specific characteristics of each patient” along with the “ability to 
classify individuals...susceptible to a particular disease or responsive to a specific treatment” 
(PCAST, 2008).  Institutions such as the Cleveland Clinic and Ohio State University have 
created centers devoted to the personalization of healthcare, and expanded the concept of 
personalization to include aspects of the patient’s genetics, environment, health behaviors, 
culture and values (Wald & Shapiro, 2013).   





guidance, and tools to secure consistent, high quality appropriate care. This includes patient 
functional literacy as well as institutional resources adapted to factors such as the patient’s 
geographic location, cultural background, and socioeconomic level (K. Davis, Schoenbaum, & 
Audet, 2005).  While personalization requires tailoring care to individuals, access refers to 
removing any obstacles that inhibit patients from obtaining that care.  Those obstacles may be 
linguistic, geographic or financial (Carman et al., 2013).  Patient engagement implies an 
awareness of these limitations and an effort to overcome them.  
 Access to care and healthcare information has been facilitated by myriad internet-based 
technologies (Buntin, Burke, Hoaglin, & Blumenthal, 2011; Kumar et al., 2013; Part, Jabour, & 
Jones, 2013).  It is predicted that a large portion of health interventions will be mobile with 
patients receiving diagnoses and treatments from clinicians at remote locations (Lim & 
Thuemmler, 2015).  One of the latest iterations in the creation of on-line tools is one that 
synthesizes and translates evidence-based information into formats for non-professionals to 
enable them to make choices consistent with personal preferences (Elwyn et al., 2015).  Much of 
the focus on access to care and healthcare information centers on Health Information 
Technology, yet another important facilitator of access is performed by health workers within the 
community, such as patient navigators and community health workers, who may help optimize 
healthcare utilization by ethnically diverse patients (Wang et al., 2015).   
 The attribute of commitment represents strategies that encourage the patient to exploit 
health resources available.  Findings from this concept analysis suggest that commitment is 
demonstrated by the patient’s efforts over time and is driven by intrinsic cognitive or emotional 
forces that may be stimulated through use of behavior change theory, social support, intellectual 





in terms of commitment include health beliefs and the self-efficacy required to promote positive 
behavior change (Rodriguez, 2013).  The importance of behavior change theory and identifying 
the psychological and social barriers to adherence to treatment is not always present in the 
articles from the literature on shared decision making, using decision aids, or the design of on-
line tools.  The importance of behavior change theory is more often mentioned in the articles that 
emphasize relationship-based care, often through discussion of techniques such as motivational 
interviewing or health coaching (Barnes, Hancock, & Dainton, 2013; Benzo et al., 2013; Gruman 
et al., 2010; Tejero, 2010).   
 The attribute of therapeutic alliance incorporates elements of the patient-provider 
relationship including quality of the clinical interaction, communication, empathy, privacy 
protection or mutual understanding.  The presence or absence of attributes related to therapeutic 
alliance in the literature highlighted a basic distinction between two perspectives on patient 
engagement.  From one perspective, patient engagement involves a number of tasks to be 
performed by the patient in order to be more informed about their health, better prepared for 
interactions with the health system, and generally more capable of self-care or adherence to 
treatment.  This perspective is of the empowered patient pursuing health goals independently, 
albeit with the support of the healthcare system.  The other perspective is relationship-based 
where health goals are pursued collaboratively toward improving outcomes and potentially 
increasing satisfaction for both parties.  The therapeutic alliance is related to commitment in that 
it helps to sustain a patient’s motivation to adhere to treatment, but it is not based solely on the 
patient’s intrinsic and extrinsic motivations.  It adds the reinforcement that comes from social 
support and the sense of confidence and trust that relationship offers.  This aspect of relationship 





others disregard or overlook it (Cunningham, 2014; Gynn, 2013; Simmons, Wolever, Bechard, & 
Snyderman, 2014).  The attributes for therapeutic alliance were present in two-thirds of the 
articles.   
 One aspect of the therapeutic alliance, that of privacy, was not explicitly present within 
the articles included in the analysis. This category deserves attention on its own due to the 
complexity of handling patient data and the importance of trust in the therapeutic alliance.  
However, the issue did arise with the focus groups as an important element in the interaction of 
people living with HIV and their providers (Schnall, Higgins, Brown, Carballo-Dieguez, & 
Bakken, 2015). This topic was very important to the participants, as evident through the 
frequency of appearance of the topic as well as the emotions underlying the responses.  Eliciting 
the trust and confidence of the patient as a provider or institution was not a central aspect of 
patient engagement in the literature, but it is clearly a valuable facet in developing a therapeutic 
alliance. The topic of privacy, which emerged from the focus groups under the theme of  
“reducing vulnerabilities”, was a critical dimension within the attribute of therapeutic alliance.  
The expectation of privacy and the assurance of its protection facilitate patient-provider 
communication.   The use of mHealth tools may further extend the need for privacy and security, 
as a sometimes remote, disembodied manner of healthcare delivery may increase the patient’s 
perception of vulnerability, especially for those who fear disclosure of stigmatizing illness 
(Lupton, 2013). While privacy and confidentiality are topics that are treated in the HIT literature, 
these topics did not present as a key issue specifically related to patient engagement in the 
literature.  Increasing reliance on HIT in support of patient engagement, with respect to access, 
demands that addressing and satisfying patients concerns in this area receive more attention 





 The importance of the therapeutic alliance is described in the general literature by Raja et 
al. (2015)  as essential to patient engagement for underserved patients, citing their desire for a 
long-term relationship with provider characterized by empathy, rapport, step-by-step 
explanations of procedures, attention to their body language and clinical atmosphere, and 
understanding of the patient’s life circumstances. Flickinger (2013) specifically cites the role of 
the therapeutic alliance in care for HIV patients, demonstrating that adherence to care for HIV 
patients was associated with a positive provider relationship, based on effective communication 
and the patient’s perception of being treated with dignity and respect, regardless of the patient’s 
desire to participate in the decision making process.  The nature of the therapeutic alliance will 
vary according to the circumstances, but the basic principles of respect and empathy are key to 
the relationship.  Within the literature included in the analysis, the role of therapeutic alliance in 
one article in medicine is emphasized as a necessary part of healing that requires provider and 
patient to include relevant health experiences and sociocultural norms into a new coherent 
therapeutic narrative (Zubialde, Eubank, & Fink, 2007).  One of the nursing articles describes 
engagement as an emotional art form in nursing whose absence in nursing practice, due to the 
stressors of limited time and resources, must be regained through clinical reflection and 
reconnection with patients via honest care and communication (Bail, 2007).  Such engagement is 
offered as an antidote for the emotional stress of the nurse as well as an ethical obligation to the 
patient (Bail, 2007).  While these articles focus explicitly on the implications of the therapeutic 
alliance, other articles make reference to the importance of the provider-patient relationship in 
the context of patient engagement (Kovacs Burns, Bellows, Eigenseher, & Gallivan, 2014). 
 Once the attributes had been identified, the articles in the literature included in the 





represented in the sample.  All four attributes were present within the range of disciplines and 
were nearly equally represented in the articles related to public health. In medicine the emphasis 
was higher on personalization as many of the articles in that discipline evaluated the practice of 
shared decision making.  Patient engagement was expected to improve if patients received the 
right information at the right time, through assessment of individual preferences and 
circumstances (Chawla & Arora, 2013), tailored patient education (Arora et al., 2014) or 
decision aids (Hess et al., 2012) .  The patient-provider relationship in the medical literature was 
not generally emphasized as an element of patient engagement.  Patient engagement was 
understood as a patient state, where the patient had been provided the means to become more 
knowledgeable or more active in managing their own care (Bottles, 2012). One exception to this 
was an article from medicine describing the use of Fink’s (Fink, 2003) theory on significant 
learning techniques for patient teaching, where the author recognized the value of a meaningful 
collaboration in care that goes beyond standard care and addresses the patient in the context of 
their lives which serves as a strong motivating factor for patient engagement.   This aspect of 
collaboration, or relationship, was missing from most articles that referenced patient engagement 
in the context of medicine.  
  In nursing, on the other hand, the emphasis was highest on the therapeutic alliance as 
many of the articles by nurse authors described aspects of relationship-based care.  With few 
exceptions (mostly nursing articles with a policy orientation), the nursing articles explored the 
act of engaging the patient through communication (C. Davis, 2008) or meaningful forms of 
interaction (Bowles, Dodds, Hackney, Sunderland, & Thomas, 2002).  Patient engagement in 
nursing sought ways to establish, sustain or measure the quality of the interaction between the 





commitment and therapeutic alliance as the foundational elements of the discipline.  The use of 
the concept of patient engagement in psychology was defined by specific measures used in that 
discipline to measure the patient response to therapy (Kroll & Green, 1997; Tschacher, Junghan, 
& Pfammatter, 2014), such as the Bernese post-session report (Delsignore, Carraro, Mathier, 
Znoj, & Schnyder, 2008).  Commitment is frequently present in the psychology literature, as is 
therapeutic alliance, which also has distinct definitions and measures in that field which may 
offer insights for the practice of general medicine.  
Comparison to Existing Definitions of Patient Engagement 
 The most widely used definitions for patient engagement include those of Gruman and 
Carman, referenced in Table 1 (p. 19),  and that of Angela Coulter, former chief executive of the 
Picker Institute Europe.  The definition derived in this dissertation differs from those definitions 
in that it captures what patient engagement seeks to accomplish in terms of patient behaviors and 
patient-provider interactions.  The existing definitions list patient actions or institutional 
functions that are associated with engagement, yet do not distinguish these actions or functions 
from the simpler term of patient involvement.  The CFAH definition declares itself “agnostic 
about the many factors that have been shown to influence these behaviors” while listing the 10 
actions a patient is expected to accomplish to satisfy the CFAH Engagement Behavior 
Framework.  The framework is comprehensive and extensively researched, providing a basis for 
identifying those actions a patient must commonly perform while interacting with the health 
system.  Yet, it does not describe how those actions should be performed in order to optimize 
their successful completion or engage the patient.  This framework was based in Judith 
Hibbard’s parsimonious survey instrument that lists key behaviors that could indicate attitudes 





activation”, which, Hibbard agrees, is a much narrower concept than engagement (Hibbard, 
2012).  Gruman, the former head of the CFAH and lead author on the referenced publications, 
mistakenly references Hibbard’s work on activation as “key behaviors that constitute 
engagement”, leading to confusion between the terms (Gruman et al., 2010). 
 While Gruman’s 2007 publication on the Engagement Behavior Framework lists only the 
patient actions, her later work (2010) follows up this initiative by attempting to determine if 
current methods in patient education effectively assist patients in performing those actions. She 
reviewed the content of scientific sessions in professional conferences relevant to patient 
education in the US during a two-year period, finding that only 23% of the sessions related to the 
activities listed in the engagement behavior framework.  She concludes with the importance of 
patient education and the potential for its theories, methods, and approaches to address the 
challenges of patient engagement, in that some patients would not be able to manage some of the 
tasks in the framework and would require further guidance and support.  She specifically 
mentions the need for targeting individuals, using technology to deliver care, and, most 
especially, applying theory from the field of education to patient care.  It would appear from this 
development in Gruman’s research that the framework began to move from the “what” of patient 
engagement to the “how”.  This later work demonstrates the move towards personalization, 
access, and commitment.  References to the attribute of therapeutic alliance are not explicitly 
included, but perhaps understood from her perspective on the importance of patient education 
and the need to provide support for overburdened patients.   
  Coulter’s definition of patient engagement does focus on the relationship between 
patients and healthcare providers.  Her definition is “working together to promote and support 





on healthcare decisions, at both the individual and collective level” (Coulter, 2011).  Drawing 
from Coulter’s definition, Carmen et. al (2013) of AIR, defines engagement as “patients, 
families, their representatives, and health professionals working in active partnership at various 
levels across the healthcare system – direct care, organizational design and governance and 
policy making – to improve health and healthcare.”  Coulter goes on to outline thoroughly the 
supporting concepts for patient engagement in a larger work (2011), while Carmen et al. probe 
more deeply into the implications for organizational design and policy, the definitions they offer 
for engagement do not reflect the supporting concepts and implications.  Looking further into the 
work of Coulter and Carman, the four attributes can be found.  Both Coulter and Carman 
consider the unique characteristics of patients that require personalization of care and the 
institutional obligations to provide access to that care at the individual, institutional and 
governance levels.  Coulter devotes considerable attention to behavioral theory, a key aspect of 
commitment, while Carman does not.  Coulter also discusses many components of the 
therapeutic alliance, although she does not refer to it as such.  She emphasizes the nature of 
clinical communication and recommends a number of aids such as motivational interviewing, 
health coaching and patient reported outcome measures.  While the four attributes are present to 
some degree in both Coulter’s and Carmen’s works, the definitions they provide, which are cited 
elsewhere by others, do not reflect these attributes, and does little to establish patient engagement 
as a concrete and well understood concept throughout the healthcare disciplines. 
 The patient behavior framework adopted by HIMSS (created originally by the NeHC) is 
frequently referenced by initiatives in HIT (Long, 2014).  As previously mentioned, it has no 
associated definition, but instead provides a list of tasks that may be supported through 





adoption and sustained use, how patients may be motivated to use it considering behavior change 
theory, nor specifically how the patient relationship with the provider of institution may be 
reinforced.  The lists of functions it provides exclusively pertains the attribute of access. 
 These definitions and descriptions of patient engagement illustrate a desire and a 
movement toward greater understanding of the concept with the objective of implementing the 
concept.  However, they fall short of a comprehensive, yet parsimonious definition.   
Relationship to Other Conceptual Patient Engagement Research 
 In comparing the results of this concept analysis with similar efforts identified during the 
literature review, there was some validation of the results.  A form of concept analysis of patient 
engagement was performed recently by social scientists in Italy with colleagues in Belgium and 
the US, which is further evidence of the importance of the term even in non-Anglophone 
countries outside the US (Barello, 2014).   Shortly after the proposal for this work in 2014, they 
used another approach was used to conceptualize patient engagement in a “lexicographic 
literature review” (Barello, 2014).  They searched many of the same databases that yielded 259 
peer-reviewed articles from 2002-2012 that contained explicit use of pate. The data was coded 
by discipline and date of publication and then applied to a lexicographic software analysis 
entitled T-Lab.  T-Lab enables researchers to perform statistical analyses based on chi-square 
tests on a textual database to measure the word occurrences and co-occurrences to determine 
thematic differences in the data.  While the results of the analysis did not produce a definition, it 
demonstrated significant variations in the widespread use of the term, suggesting to the 
researchers that the term was still in its infancy.  The authors were able to construct a thematic 
map representing a Multiple Correspondences Analysis based on the results of the T-Lab 





From 2000 to 2008, patient engagement is a means of improved disease management based on a 
collaborative alliance between providers and patients, where patients are viewed as active 
partners in the treatment process.  In 2009-2010, patient engagement refers most often to a 
relationship between patients and the healthcare system, where patients have a distinct role in 
health promotion, disease prevention and cost reduction.  During 2011-2102 patient engagement 
becomes the result of a multi-level relationship between patients and the healthcare system that 
focuses on health literacy and providing health information.  Data from 2011-2012 focuses on 
use of technological devices for self-monitoring and facilitating requests to providers.   
 The same authors in 2012 had also produced a bibliometric analysis of the overall PE 
literature followed by a qualitative analysis of ten representative articles (Barello, 2014).  The 
findings were similar to those found in this analysis in terms of the increased frequency of 
citations over time and predominance of use in medicine and nursing.  The authors identified 
semantic patterns of usage throughout the healthcare related disciplines over time where 
emphasis in usage of the concept ranged from the alliance between patients and physicians to the 
clinical and organizational outcomes of engagement.  The authors determined patient 
engagement to be conceptually underdeveloped and recognized that patient engagement refers at 
times to patient behaviors, cognitive factors, relational factors, or as an organizational feature.  
This also shares similarities with my initial grouping of attributes between attributes of behavior, 
process and environment and later into the six categories.  Neither the lexicographic literature 
review nor the bibliometric analysis proffer a definition, but reiterate the absence of a common 
theoretical understanding of the concept.  This dissertation, however, goes beyond identifying 





present throughout all domains and categories so that the nature of patient engagement may be 
implemented throughout the range of possible applications.  
Implications for Policy 
 The appearance of the four PACT attributes in both the literature and within the focus 
group themes suggests that cultivating these four attributes in healthcare delivery may contribute 
to a climate where patient engagement may increase, leading to improved outcomes and 
experiences of care.  Design of clinical interventions, increasingly patient-centered and eHealth-
supported, may benefit from guiding principles that enable these attributes, such as tailored 
access to health information, incorporating behavior change theory into patient teaching 
practices, and enhancing clinical communication that fosters greater understanding and a sense 
of connection based on shared health goals.  Specific tools that facilitate patient engagement may 
be embedded in healthcare administration, such as web-based information that familiarizes the 
patient prior to the clinical encounter with the terminology that will be used and environment 
they are about to enter, and questionnaires to supply providers with information that will 
facilitate a tailored clinical visit.  Design of eHealth tools offers vast capabilities for algorithms 
that may personalize data, facilitate immediate access to information, motivate the patient 
appropriately with a customized support system, and maintain a more efficient link with 
providers that meets the needs and limitations of both parties. Education and training of 
healthcare providers may include techniques that maximize the presence of the four attributes as 
appropriate within their practice, such as use of decision aids or health coaching strategies.  The 
implications will be discussed further in each of the areas related to patient engagement.  
 Health information technology.  The meaning of patient engagement is informative for 





technological development and economics (IOM, 2001).  The relentless drive in practice and 
research toward improved outcomes and experiences of care stakes its success on partnership 
with patients (PCORI, 2015). The language that permeates the healthcare policy field invokes 
patient engagement with increasing urgency.  Two heavily cited policy topics with respect to 
patient engagement are Health Information Technology development and Patient Centered 
Outcomes Research.  Both topics seek to engage the patient with their care, the former by 
enabling access to health information, and the latter by enabling patient involvement in the 
research process as well as measuring the effects of specific patient engagement strategies. 
 Considering the central role of HIT in contemporary healthcare (Mantas, 2014) and its 
fast-paced development to meet the needs of healthcare administrators, insurers, providers and 
patients, the inclusion of patient engagement as part of this medium offers a unique opportunity 
for accelerated implementation. The presence of the four defining attributes of patient 
engagement within the high priority implementation of a national electronic health records 
system, guided by the Meaningful Use program, deserves closer examination to assess the 
treatment of the attributes within the policies that guide the program.  Here I will evaluate how 
these attributes compare with the current policies guiding the projected implementation of 
Meaningful Use. 
 A frustrating and time-consuming task for patients is the attempt to reconcile their 
healthcare information (lab reports, insurer authorizations, scheduling, etc) into a coordinated 
system (Carroll, 2015).  One objective of the HITECH law (H.R. 1, 2009) was to establish a 
national health care infrastructure in order to enable interoperability of Information and 
Communication Technology across public and private systems and streamline access for all 





diagnosis and treatment.  The objective of Meaningful Use was to take concrete steps towards 
that goal of creating a health IT architecture that connects payers, providers and patients in a 
more reliable, less burdensome, and equitable way (MU, 2015) to comply with the requirements 
laid out Title XIII of the HITECH law.  A primary step was to establish the Meaningful Use 
program, created by the HIT Office of the National Coordinator (ONC) and administered by the 
Centers for Medicare and Medicaid Services (CMS) with financial incentives for provider 
compliance.  The administrative requirements of this program have been adjusted since its 
original inception.   While one of the core objectives listed by CMS was to increase patient 
engagement to reflect the Clinical Quality Measure (CQM) contained in the HHS National 
Quality Strategy, the term was not specifically defined (CMS, 2013b) (Note: as of 2014, CQMs 
were removed as core objectives in MU and became part of a menu of selectable items.) 
However, in reviewing the tasks listed for achieving the objective, it was evident that the term 
referred to the frequency of patient interaction with the HIT system adopted by the provider.  
This measure of frequency, or the number of times a patient accesses an on-line portal to obtain 
health-related information such as personal health status, educational tools, or to schedule an 
appointment or communicate with a health professional, was the measure of patient engagement 
for Meaningful Use (CMS, 2013c) .This measure was used to determine provider compliance 
with the Meaningful Use directives, and thereby the amount of provider compensation.   
 The use of electronic health records and patient portals have potential value to engage 
patients in terms of facilitating access to information and resources. The factors that strongly 
influence the adoption and sustainability of these tools by patients include: personalizing the 
tools for age, ethnicity, education level, health literacy, and health status (Irizarry, De Vito 





personalization.  The guidelines are based solely on tasks that the provider must perform to input 
data into a system that supports collection and tracking of patient data for the purposes of 
improved coordination of care, identification of high risk populations, and contributions to public 
health databases.  These functions correspond to the overall HIT goals of the ONC laid out in 
Title XIII by furthering the electronic data sharing vital to future interoperability and universal 
access to healthcare data that are expected to improve outcomes.  However, for the clinical 
quality measures and the national quality strategy domain of patient engagement outlined by 
CMS to support Meaningful Use, there is little consideration of the factors outlined above that 
may influence patient engagement.    
 CMS does not define patient engagement for the current phase of the Meaningful Use 
program, Stage Two (CMS, 2013) but simply describes it as encouraging patients to better 
understand and participate in their own care.  Stage Two lists two objectives for patient 
engagement.  One is to provide patients the ability to view online, download and transmit their 
own health information, and the other is to use secure messaging to communicate with patients. 
There is no further guidance with explicit consideration of the necessary factors of how to 
encourage adoption by patients, nor to sustain the use over time.  Without attention to factors that 
influence patient engagement using HIT, the efforts of providers may prove less effective in 
engaging patients in their care.  The focus remains exclusively on provider endorsement of 
patient portals and EHRs (using financial incentives) without consideration of usability features 
by patients. CMS does not offer guidance that encourages providers to determine patients’ 
motivations for use of a portal, nor how to adapt the portal for the patient’s ability to use it, since 
the use of portals is influenced by demographic and cultural factors as well as the type of illness 





implementation on such a large scale, success at this early stage may be hampered by inattention 
to the basic research findings concerning adoption and sustainability of HIT.   
 The discussion of adoption and sustainability refers to patient engagement with HIT.  But 
patient engagement itself, according to the definition that emerged through this concept analysis, 
is much broader. CMS designates only one adult core quality clinical measure in 2014 under the 
domain of patient engagement and that is “Functional Status Assessment for Complex Chronic 
Conditions”, described as the percentage of patients over 65 with heart failure that completes an 
initial and follow-up patient-reported status assessment (CMS, 2013a). Other than the 
requirement for direct patient input to comply with this assessment, it is not clear otherwise how 
patient compliance with this measure can be considered patient engagement. 
 The next stage of Meaningful Use, Stage Three (CMS, 2015), introduces patient 
engagement in a way that incorporates more fully the four attributes of patient engagement.  The 
ONC HIT Policy Committee recommends the use of patient generated health data (PGHD) 
(ONC, 2013).  This provides a vehicle for patients not only to access their healthcare data, but to 
contribute to the healthcare record in such a way as to enable capture of their own perceptions 
and experiences about their health that they feel is relevant, and to express their concerns directly 
to a provider in their own words.  This development will contribute further to the personalization 
and access attributes of patient engagement, and also further commitment by advancing the 
motivational aspects of adhering to care, as well as the therapeutic alliance by facilitating 
communication.  Theoretically, adding the dimension of PGHD to Meaningful Use will increase 
levels of patient engagement relative to the capabilities in Stage Two with respect to the four 





support the overall adoption and sustained use of HIT, if not addressed, will continue hinder 
Meaningful Use in Stage Three.  
 To further support patient engagement in the healthcare system, the ONC must establish 
interoperability standards and improve efficiency among payers, laboratories, inpatient facilities, 
and providers to improve care coordination and reduce patient burdens that result from 
coordinating their care through their own efforts.  This fragmentation of the healthcare system is 
stressful, if not dangerous, for patients, including sophisticated patients who are healthcare 
professionals themselves (Carroll, 2015) .  The narrow focus on provider compliance with 
Meaningful Use criteria, as measured by frequency of patient log-in to portals, does not address 
the larger issue of patient engagement.  CMS should not consider patient engagement with HIT 
without incorporating the factors associated with portal adoption and sustainability. It does not 
address patient engagement in general without assessing the capability to personalize care, 
facilitate access, foster commitment and strengthen the therapeutic alliance. The frequent use of 
the term patient engagement when referring to Meaningful Use should be replaced with more 
accurate terms such as patient use of a portal, or patient involvement in a specific on-line task.  
The term engagement lends an impression of patient-centered use of portals at a level as yet 
unattainable without further personalization of the tool.  As pointed out through a systematic 
review conducted by Irizarry et al. (2015), the Meaningful Use criteria set requirements 
exclusively for functionality and targeted adoption rates, but do not offer steps or features that 
will engage patients in their sustained use.    
 Although HIT is key to enabling access, the other three attributes cannot be ignored in the 
design of a national strategy to engage patients.  Personalization may be enhanced through 





be a mechanism by which the patient’s receptivity to and sophistication with IT tools can be 
assessed.  Then the HIT system proposed for a practice must be adapted to the patients’ 
preferences, circumstances, and demographics.  A patient may not be effectively engaged by a 
system that is not personalized (Irizarry et al., 2015).  Behavior change theory applied in 
conjunction with principles of human-computer interaction, usability assessments, and dynamic 
systems theory are among the tools available to help raise the likelihood of the commitment level 
of the user (Riley, Serrano, Nilsen, & Atienza, 2015).  Patient commitment to use an on-line 
system to support health needs must be enhanced through the attractiveness of the interface and 
the appropriate level of interaction, as well as the ability to connect to other patients with similar 
experiences.  The communication strategy that supports the therapeutic alliance must be tailored 
to the needs, expectations, and desires of both provider and patient in terms of frequency and 
types of communication to ensure an exchange based in appropriate language, respect for the 
individual, and perhaps empathic understanding.   
 The meaning of patient engagement, as it has emerged in this dissertation, is far broader 
than the narrow interpretation offered through Meaningful Use.  Patient engagement, as a 
behavior and a process, requires far more than access to health data that is provided by the act of 
logging on to a provider’s portal.  It requires personalized interaction that encourages 
commitment to health goals and supported by a relationship between a healthcare entity and a 
consumer.  HIT has the potential to meet these requirements, and the policy guidance must 
enforce a more comprehensive interpretation of patient engagement to conform to the demands 
of patient-centered care using on-line tools.  
 Patient centered outcomes research.   Healthcare policy consultant David Introcaso 





attempt to identify the attributes of quality care.   He believes the main key to improvement of 
care is the relational aspect of healthcare delivery, but this aspect is often ignored while pursuing  
“meaning-independent knowledge commodities that can be transferred to the care setting” 
(Introcaso, 2013).  Introcaso feels that decision aids, one of the tools PCORI supports testing 
(PCORI, 2015), applied in standard practice, turns patients into objects which, philosophically, is 
a form of violence.   He points out that engagement always occurs since the patient is at some 
level involved in his own care and therefore it is not useful to determine whether patient 
engagement happens or whether it is cost effective, nor is it ethical to turn engagement into 
something profitable.  Introcaso was Vice President of the National Association of Accountable 
Care Organizations and a former AHRQ evaluation officer, public health analyst in DHHS, and 
consultant for clinical work in acute care and palliative care.  He criticizes PCORI for not 
funding any of its 50 pilot projects that involve improving the quality of interactions between 
patient and provider.  Since these interactions determine how clinical evidence is produced or 
becomes meaningful, failure to prioritize the relationship in what PCORI calls “patient-centered 
research” is to ignore the most vital aspect of patient centered care.  His argument points out that 
PCORI (and evidence based practice in general) focuses attention exclusively on managing the 
evidence “commodity” rather than “what is actually going on” between clinician and patient.   
He detects no discernable effort in PCORI to improve the way a provider interacts with a patient.  
He calls the pilot projects “as if” exercises, because nothing is actually produced outside the real 
time clinical interaction.  Introcaso does not specifically recommend ways to accommodate this 
shortfall or to research this interaction, such as the narrative competence or the motivational 
interviewing skills discussed above.  But he offers a strong voice in supporting research into the 





therapeutic alliance.  According to Introcaso, who draws from Paolo Freire’s theory of social 
interaction, knowledge and evidence creation is inherently a social act and the product of mutual 
adaptation.  It is not a meaning independent commodity that may be owned, managed, stored, 
and disseminated in a linear fashion because people, as reflective and reflexive entities, make 
sense of their world together.  In the neomodern approach to healthcare taken in this dissertation,  
Introcaso’s criticisms would suggest that PCORI should seek a balance between outcomes 
measurement for patients using decision aids with qualitative exploration of patient experiences, 
which offers potential for greater insight into patient engagement itself. 
 Mullins et al. (2012) explicitly point out that patient engagement in research, and this 
includes Community Based Participatory Research (CBPR), relies on patients’ interest and 
emotional involvement in the research question as well as understanding their role in the research 
process.  They recognize the cognitive/emotional aspect of the attribute of commitment in patient 
engagement and apply it to CER.   By evaluating information from AHRQ and PCORI that they 
believe suggest that CER may be enhanced through continuous patient engagement, Mullins et 
al. outlined a ten-step process of CER with specific patient engagement functions associated with 
each step.  Patient roles were described for such things as identifying topics, prioritizing topics, 
framing the research question, selecting comparators, verifying the logic of the conceptual 
framework, offering potential confounders during analysis, selecting data sources, and 
reviewing, translating and disseminating results.   A systematic approach for soliciting patient 
inputs and gathering best practices were among Mullins’ recommendations for ensuring 
meaningful patient engagement in CER that is useful and informative for clinical practice.  
 Shippee et al. (2013) conducted a systematic review to determine best practices in how 





engagement in biomedical and health services research in general.  Shippee explains that 
engaging patients in research satisfy both ethical and practical needs.  It is ethical in terms of 
civic responsibility for what is often taxpayer-funded work and lay participation in expert-
dominated fields that may have consequences for the broader population.  And it is practical for 
reasons of ensuring the validity and effectiveness of the research.  The results of their review 
identified four components of research; patient and service user initiation, building reciprocal 
relationships, co-learning, and re-assessment and feedback, all related in a circular fashion with 
bi-directional feedback.  The authors note a lack of patient engagement in the phases of data 
collection and analysis during study execution as opposed to the earlier (enrollment) and later 
(translation) stages of research where it was present.  It also established a need for further 
research addressing the effectiveness and feasibility of patient engagement and indexing of such 
studies.    
 While the literature reflects interest in advancing patient engagement in research, both to 
satisfy national imperatives towards patient-centeredness in research and practice, and in the 
interest of improving research quality in and of itself, there is very little guidance as to how to 
engage patients in this endeavor, other than simply identifying the stages of research where it 
may take place and the possible functions the patients may perform.  The four attributes apply to 
patient engagement in research in that participation must be personalized according to the desires 
and capabilities of patients, access to participation must be effectively promoted and assured 
throughout the various stages, commitment must be ascertained and supported through the 
sometimes lengthy and arduous research trial, and an alliance may be created that perpetuates 





 A connection between patient engagement and patient participation in research was 
illustrated during the conduct of the focus groups of people living with HIV in this study.  
Several participants requested follow-up to learn the results of the study as it progressed, as well 
as the outcome in the form of the mobile app created.  The interest in the process as well as the 
result was evident, but the limitations of standard research protocols made access to the ongoing 
study and eventual recontact of participants in the distant future difficult.  This experience was 
evocative of the literature, which indicated that study procedures may be improved in a way that 
treats participants more as partners than subjects (Mullins et al., 2012).  Finding a means by 
which participants may securely and efficiently access the progress and results of a study may 
encourage wider participation of patients in research, add to their sense of connection, and 
increase their commitment to the program of research, thereby enhancing engagement.    
Implications for Practice 
 The increased focus on patient engagement from a theoretical perspective and as a policy 
issue demands a corresponding application to practice.  The four attributes offer distinct areas of 
concentration where practice may be adapted to engage the patient.  Under the attribute of 
personalization, providers should collect histories from patients that go beyond standard medical 
entries regarding co-morbidities, allergies etc, but should also include patient preferences, 
desired frequency/format of communication, cultural background or invite the patient in open-
ended formats to provide information that they feel is relevant, useful or that they simply want to 
share with providers.  This opportunity for patients to supply information about themselves via 
an open-ended format may serve as a valuable diagnostic tool or a way for patients to connect 
with the healthcare team.  For example, patient-centered care plans have been introduced where 





along with those of the health care team (Council et al., 2012).  The care plan is divided into two 
parts for each item in the plan.  The first part contains the anticipated care plan proposed by the 
providers and the second part is completed by the patient (or caregiver) which allows inputs by 
the patient regarding the anticipated treatment as well as open-ended portions where the patient 
may add their own needs and concerns (Council et al., 2012).  The care plan provides the 
identities and roles of all members of the healthcare team to help orient the patient and provide 
some measure of understanding as to what may be happening during the course of their stay in 
the medical facility.  This level of personalization for an inpatient demonstrates how changes to 
standard procedures to be more inclusive of patient preferences is feasible and beneficial. 
 Access to information and resources has been shown to offer increased benefits to patient 
engagement (Buntin et al., 2011).  Efforts to facilitate such access has been seen using web 
portals that prepare patient for visits (Fothergill et al., 2013) and support understanding of their 
treatment (Barnabei, O'Connor, Nimphius, Vierkant, & Eaker, 2008) or adherence to their care 
(Abdouch et al., 2014).  The patient’s perceived ability to consistently access the information or 
resources they need supports their sense of confidence and thereby adds to an important 
component of engagement, that of patient activation.  Hibbard described activation as the 
patient’s confidence and skills in their ability to engage in their care (Hibbard, Stockard, 
Mahoney, & Tusler, 2004).  Consistent, reliable access is clearly a key component of that 
confidence.  The success of Open Notes (Leveille et al., 2012) and Blue Button (Turvey et al., 
2014)  provide examples of expanded patient access to their health records that has not added 
any additional burden to providers and administrators. 
 Commitment is an attribute that receives the least attention in the patient engagement 





not appear in the literature related to clinical practice.  For example, the articles that describe 
shared decision making in medical practice (Elwyn, Stiel, Durand, & Boivin, 2011) and the 
articles that describe relationship-based care in nursing rarely invoke behavior change theory 
despite the fact that the provider-patient interaction is intended to encourage particular patient 
behaviors (Pelletier & Stichler, 2014; Shapiro-Mathews & Barton, 2013; Weston & Roberts, 
2013).  How to optimize an outcome based on a personal interaction or relationship may depend 
largely on behavioral theories.  Therefore, consideration of appropriate behavioral theories may 
serve to increase engagement behaviors by the patient using social-cognitive theory for example.  
A specific example drawn from the literature included in the analysis regarding providers 
attempting to engage patients, Zubailde (2007) recommends strengthening patient teaching 
techniques through the use of proven educational theories in significant learning. 
 The therapeutic alliance may take a number of forms depending on the circumstances and 
preferences of the patient, but it must not be overlooked.  The role of the therapeutic alliance for 
patient engagement was cited most clearly in the exemplar, where, along with the attributes of 
personalization, access and commitment, the attribute of therapeutic alliance remained strong in 
the patient’s descriptions of their experience.  Assisting clinicians to develop their skills in 
establishing and maintaining the therapeutic alliance are available through clinical training 
courses in communication and widely available in narrativity, interviewing and coaching.  An 
underlying anxiety for busy clinicians is the anticipated additional time requirements needed to 
develop and employ these techniques (Grande et al., 2014).  However, these techniques, which 
are essentially forms of patient-provider communication, may also serve to make clinical 
interactions more efficient and to reduce the number of clinical visits overall due to their impact 





metanalysis of interventions using motivational interviewing that it was efficacious in brief 
consultations and offered moderate advantages over other interventions for a wide range of 
health behavior issues in medical care.  In addition to the potential of increasing efficiency and 
improving outcomes, are the potential benefits of increased provider satisfaction and reduced 
stress (Bail, 2007; Lewis-Hunstiger, 2014; Madson & Yadrick, 2014; Mangino, 2014). 
 
Implications for Education 
 Patient engagement may not be effectively carried out in practice without developing 
understanding for the concept through education and ongoing clinical training.  The skills 
required to personalize care, facilitate access, support patient goals, and establish and maintain a 
therapeutic relationship are skills that require some preparation and exposure to the underlying 
concepts.  There are a number of skills associated with patient engagement introduced in the 
literature that should be addressed.  These skills include narrative competence (Zubialde et al., 
2007), motivational interviewing (Barnes et al., 2013), and health coaching (Gruman et al., 2010)  
as well as topics that enhance patient-provider communication in general (Prouty et al., 2014), 
including cultural competency for personalization (K. Davis et al., 2005) and interdisciplinary 
training for knowledge of the competencies offered by other healthcare team members (Weston 
& Roberts, 2013).  These skills may be offered in foundational medical/nursing education and 
introduced into clinical settings as continuing education and follow-up training.  The attribute of 
personalization may be developed in students by learning to identify and respond appropriately 
to patients’ varying cultural backgrounds and life stages. Learning to facilitate access can be 
acquired though knowledge of the myriad resources available to patients and how to introduce or 





understanding of behavior change theory and application of appropriate techniques.  Methods to 
strengthen the therapeutic alliance through appropriate communication styles appropriate to both 
the provider and prospective patients can become part of the patient engagement curriculum.  
Adoption of these skills into basic nursing and medical education may provide a necessary 
foundation for what is described by theorists in all three of these approaches as a valuable on-
going process of continual development and reinforcement of skills over a career.     
 It is not clear to what degree educational institutions have recognized the importance of 
these skills for the therapeutic alliance or have assimilated them into the curriculum, but many 
medical schools have integrated courses in the humanities to aid students (Gold, 2013) to 
develop their clinical communication skills.   The level of emphasis in education on the relational 
aspect of care that relies on empathic communication competes with the rigors of standard 
medical education but has proven highly motivating for students (Krisberg, 2014).  
Experimentation with the training of medical students in motivational interviewing which 
supports the commitment attribute has yielded some positive results (Daeppen et al., 2012).  At 
Stanford University an in-house and on-line patient engagement course, through the Medicine X 
Academy, attempts to broaden healthcare education by teaching a course on patient engagement 
that covers the latest innovations in patient-centered design, cognitive science, information 
technology and the importance of relationships to engagement.  The course has been offered for 
the past three years with high enrollment and positive student feedback, which may be an 
indicator of the interest in the topic.  The topics covered integrate all four attributes and may 
serve as a model for educational offerings in other institutions (Chu, 2014) .  
 The approaches to patient communication that have demonstrated positive impact on 





an educational strategy.  As an important element in the application of patient engagement, 
communication must be personalized, aim to facilitate access, inspire commitment and 
strengthen the therapeutic alliance.  To enable mastery of this core skill, introduction of the 
theory and implementation of its practice should begin with basic nursing and medical education, 
in order to prepare students to engage patients.   This is not to assign predominance to particular 
approaches have been discussed here, nor to suggest that these approaches are not already in 
force in some institutions, but rather to associate the concept of patient engagement with its 
implementation in provider education and training in order to promote meaningful and effective 
engagement in a patient-centered healthcare system. 
 The Roadmap for Patient Engagement (AIR, n.d.) created by the American Institutes for 
Research and the Gordon and Betty Moore Foundation, is a comprehensive document compiled  
through inputs from 72 stakeholders including healthcare policy-makers, clinicians, researchers, 
insurers and patients, includes as part of its strategy to educate clinicians about engagement.  
Specifically, it recommends multi-disciplinary training, ongoing experiential learning on 
engagement practices such as shared decision making, communicating difficult information, and 
demonstrating empathy and respect.  The Roadmap does not supply the specific techniques to do 
so, but clearly the therapeutic alliance is recognized as a core aspect of engagement according to 
their engagement strategy.  
 
Implications for Further Research 
 The four attributes of patient engagement identified in the concept analysis and supported 
by the focus group themes may help guide the delivery of interventions, training of clinicians, or 





engagement requires clarification.  As healthcare services evolve into a new paradigm of patient-
centeredness, which implies empowering patients with more knowledge and opportunity for 
participation in the healthcare delivery process, the associated activities of shared decision 
making, designing technological support systems, and including the patient as a co-producer of 
research demands examination of new questions.  Questions for healthcare administration may 
include how to engage an empowered patient who “shares” decisions inimical to their health, or 
HIT design that pursues higher profits on devices that capitalize on direct access to vulnerable 
patients, or recruitment of patients as partners rather than participants with the potential for 
conflicts of interest.   And further clarification of various concepts is needed, such as shared 
decision making and empathy.  The literature promotes the four identified attributes of the 
concept of patient engagement as a proposed benefit for health outcomes and experiences of 
care, but these related ethical and conceptual questions are also implicated in patient engagement 
and further research is needed to clearly define these related concepts and their role in 
engagement. 
 The “outsourcing” of patient engagement through HIT creates a pressing need for 
defining patient engagement.  Lupton (2013) considers the implications for the spatial 
dimensions of healthcare for the digitally engaged patient who possesses the economic and 
cultural capital to engage in self-care.   He describes a “techno-utopian” neoliberal healthcare 
system that transfers responsibility for healthcare on to the individual empowered patient and 
that system fails to account for the ambiguities, mutual dependencies and vulnerabilities present 
in the provider-patient relationship.  He questions whether the role of the haptic dimension, the 
medical gaze and the intuitive art of medicine may be altered in the emphasis on patients 





communication and monitoring technologies.   Notwithstanding these theoretical speculations on 
the effects of HIT on the patient-provider interaction, the potential for technology to enhance the 
four main attributes of patient engagement is clear.  The ability to tailor information and 
communication technologies to individual desires and circumstances becomes more timely and 
accurate using the rapid complex algorithms available through HIT (Wasson et al., 2012).  
Access for patients may become more streamlined for patients and offer additional possibilities 
to guide patients toward their informational and logistical goals (Wasson et al., 2012).  The 
appropriate behavior change theory may be applied to mHealth applications support a patient’s 
unique path toward improved health outcomes (Riley et al., 2015).  And, despite an underlying 
anxiety for technology reducing the occasions for direct patient contact, mHealth may serve to  
improve the quality of communication through more frequent remote messaging as well as 
preparation for a more constructive interaction during face-to-face interactions, having 
efficiently prepared for the visit via electronic tools beforehand.  mHealth offers risks and 
benefits, but the assessment of an mHealth tool may be guided using the four attributes in PACT.   
mHealth appears to possess high potential for impacting patient engagement according to the 
definition that has emerged in this dissertation, yet the shifting of the haptic, visual and intuitive 
dimensions of care should be considered in terms of their effects on outcomes and experiences of 
care (Lupton, 2013).   
 One finding from the emergent content analysis, that of “reducing vulnerability”, was 
limited within the literature in terms of privacy and confidentiality issues explicitly related to 
patient engagement.  While reducing vulnerability through efforts at maintaining privacy and 
confidentiality is clearly important for patients with stigmatized illness, it may also be important 





widespread.  The incentives to implement EHRs systems as with Meaningful Use may influence 
patients in a way that reduces their willingness to provide potentially useful information about 
themselves to their providers. As patient-provider communication is an important underlying 
element in patient engagement, the issue of trust in the provider as well as confidence in the 
security of the provider’s data management system are issues that deserve attention to enhance 
the quality of patient engagement for all patient populations, not just those with stigmatized 
illness (Menachemi & Collum, 2011).  The Associated Press (Alonso-Zaldivar, 2015) reported 
that the HealthCare.gov site, which stores sensitive information on millions of health insurance 
customers, has several basic security flaws uncovered by an audit by the Inspector General’s 
Office of Health and Human Services.  Inspection of the central electronic storehouse MIDAS 
(Multi-Dimensional Data Analytics System), operated by CMS, revealed 135 vulnerabilities, of 
which several dozen were classified as potentially severe or catastrophic.  The effect on 
consumers as a result of this report remains to be seen.  A comprehensive report on the national 
action plan to support consumer engagement via eHealth (Ricciardi, Mostashari, Murphy, 
Daniel, & Siminerio, 2013) published in Health Affairs devoted one paragraph to the issue of 
privacy and security of health data.  It referred to a standardized Model Privacy Notice offered 
for use by private companies that provide PHR services.  The notice is voluntary and explains 
how consumers may make certain choices regarding how the information entered may be used or 
transferred to other parties.  No other mention was made in this one paragraph about “fostering 
trust and protecting privacy” for consumers of eHealth.  As demonstrated in the focus groups, 






 Ambiguity arose during the analysis regarding the definition of empathy, which is a 
central component of narrative medicine, motivational interviewing and health coaching.  
Empathy was referenced frequently throughout the literature in association with patient 
engagement.  What exactly is empathy in healthcare and can it be taught as a clinical skill?  The 
evidence provided by Miller & Rollnick (2013) suggests strongly that it can.  Yet, there is 
disagreement in the literature as to whether empathy is a teachable, or even useful skill.  
Resolution of this issue may be critical to address the nature of patient engagement in terms of 
the attribute of therapeutic alliance.    In her work identifying effective nurse-patient 
communication strategies Morse et al. (1992) defined therapeutic empathy as a learned 
communication skill comprised primarily of cognitive and behavioral components which is used 
to convey understanding of the patient’s reality.  But she deemed it particularly unsuited for use 
in the clinical setting.  Forsyth (1980) performed a concept analysis of empathy that presented 
eight general attributes that included requirements of objectivity and freedom from judgement, 
along with expenditure of energy, relationship, validation of experience, variable accuracy, and 
temporal dimensions of the here and now.  Morse drew upon this concept analysis in defining 
empathy and opposed its use for nursing in favor of other communication strategies which she 
believed had been devalued such as sympathy, compassion and pity (Morse, 1992).   Evaluation 
of the role of empathy in provider-patient communication in terms of its definition and 
appropriate applications should occur to support development of patient engagement both for the 








Limitations   
 Focus Groups. The direct patient input for this study was limited by perspectives from 
only one patient population, people living with HIV in New York City.  Inclusion of patients 
with other illnesses and in other geographic locations may have provided further insights into 
patient engagement by studying how their patient experiences and particular needs may be 
served through mobile health technology.   While the HIV patients were very informative for 
studying patient engagement due to the chronic nature of their illness and the stigma attached to 
their HIV positive status, it may have been useful to know more about the needs of patients that 
require constant monitoring such as diabetes and heart patients, patients requiring chronic pain 
control, or those managing uncertainty in illness progression as with cancer patients.  Further, 
there may have been an element of volunteer bias in that participants who chose to be in the 
study may have already been engaged in their care, depriving us of inputs from patients who are 
not at all engaged and finding what may encourage them to do so. 
 Themes surrounding patient engagement were limited to the context of using a mobile 
application.  While the discussions were very broad and invited open and spontaneous inputs 
from the participants relative to their overall healthcare needs, it was limited to the scope of 
using mobile technology.  Direct input from participants on the nature of patient engagement 
itself was not requested.   Since patient engagement is not a well-defined concept and 
interpretations may have varied widely without a common frame of reference, it would not have 
been useful to ask participants directly about such an unclear concept at that stage, nor would the 
responses have indicated the state of the art of the concept in scientific usage.  Now that the 
concept has been defined, further research may be useful with respect to validating the specific 






 Concept analysis. This analysis is limited by selecting only those articles that used the 
term of patient engagement explicitly in collecting the attributes. A term is not a concept and 
there are a variety of ways to express the concept of patient engagement beyond the use of the 
explicit term in the literature.  However, with the aim of defining the specific term used to 
represent the concept over a broad range of disciplines, its explicit use afforded an appropriate 
limit for the analysis, especially in light of the problem of the repeated and inconsistent use of 
the actual term.  Patient engagement exists within a variety of clinical settings and healthcare 
disciplines, inviting further analysis of the concept beyond the generalities introduced here.  
Nevertheless, the four attributes provide the essential foundation for understanding and applying 
patient engagement.    The four attributes can be mapped out further, but for parsimony and 
clarity the categories were grouped into four broad attributes with widely inclusive descriptions 
of the attributes.   
 The term continued to appear in the literature during the time of this writing, so the final 
96 articles may not have included all the potential attributes of patient engagement if it has 
continued to evolve in that short period.  However, the subset of literature included in the 
analysis appeared to be representative of the broad scope of literature by including articles from 
nine healthcare fields at a point in time.   The inclusion of related terms in the initial literature 
search would have been ideal in order to assemble a more inclusive scope of the overall concept 
versus a definition of the explicit term.  Yet, a conscious decision was made to limit the search to 
the use of the explicit term in order to narrow the definition in the interest of hastening its 
operationalization.  Terms related to patient engagement may merit separate concept analyses to 





appears in a sufficiently broad context to capture the defining attributes and promote a more rich 
understanding of the term.  
 Patient engagement was explored based on the philosophical underpinnings of the 
evolutionary method of concept analysis.  The evolutionary method rejects the influences of 
essentialism and absolutism that linger in earlier approaches to concept analysis, while the actual 
steps in the analysis are quite similar to other Wilsonian approaches.  From a practical 
standpoint, the method used here also resembles the “Hybrid Model of Concept Development” 
developed by Shwartz-Barcott & Kim (1993).  The hybrid model includes a theoretical phase 
based on a literature review, a fieldwork phase, and a final analytic phase.  The analysis of data 
from both the literature and focus groups is not counter to the Rogers method.  Rogers 
encourages the inclusion of data from outside the literature, and potentially even non-discursive 
forms of data to illustrate the use of a concept, as we might have done with the artwork of Regina 
Halliday, who represents the concept of patient engagement through the visual arts.  There is 
considerable overlap between the published methods of concept analysis, but Rogers’ guidance 
was followed principally due to the clarity and rigor of her published approach.  Further, as 
Rogers makes clear, philosophical orientation has a profound effect on the ways in which results 
are interpreted and used.  Therefore, the contemporary nursing philosophy of neomodernism 
informed this analysis. The neomodern approach considers the evidence of what has worked via 
empirical studies utilizing the concept, and the intuitions of what may work through non-
traditional practices and insightful explorations of the concept.  This approach may be considered 
overly broad for defining a concept. Yet since a concept resides within a web of connections to 
other concepts, both empirical and intuitive, the connections themselves are important to draw 





 The attributes that were identified in the concept analysis serve as a heuristic for the 
further development of the concept.  According to the evolutionary method, a concept changes 
over time and according to context, which is clearly the case with the concept of patient 
engagement, as variations in the emphasis on certain attributes varies according to the healthcare 
field in which it is used.  And, according to the lexicographic analysis performed by Barello et al.   
(2014), use of the concept has altered even over the short period of 2002-2012.  Concepts are an 
abstraction based on the clustering of characteristics common to a class of phenomena.  The 
process of abstraction is influenced by the social context in which it takes place.  As the context 
changes, so may the concept, which can only be approximated at a particular point in time.  Yet, 
having done so, the development of this concept within healthcare may influence future 
approaches to patient care through effective engagement.  
Conclusion 
  Patient engagement encompasses both patient behaviors and healthcare processes, 
shaped by the relationship between the patient and a healthcare entity. The behaviors and 
processes are characterized by four attributes; personalization, access, commitment and 
therapeutic alliance.  Personalization expresses the uniqueness of an individual patient’s needs 
and circumstances and tailors interventions appropriately.  Access ensures patients’ consistent 
capability to obtain necessary information and resources associated with maintaining health or 
adhering to a treatment plan.  Commitment refers to the behavior change mechanisms or 
motivational factors that encourage the patient to seek optimal health outcomes.  The therapeutic 
alliance establishes a sense of personal connectedness with providers or other patients through 
communication, and validates the patient’s sense of security in knowing that privacy concerns 





definition of patient engagement is offered as the patient’s desire and capability to actively 
choose to participate in care in a way uniquely appropriate to the patient in cooperation with a 
healthcare provider or institution for the purposes of maximizing outcomes or experiences of 
care. Patient engagement on the part of the provider is the efforts to foster that desire and 
capability.   
 The four attributes are characteristics that may be considered essential to authentic patient 
engagement.  If patient care strategies do not seek as much as possible to be customized to the 
individual, foster access to information and resources, support motivation through responding to 
cognitive and emotional needs, or facilitate a partnership based on trust and understanding with a 
healthcare representative, it would be difficult to describe it as care that seeks to engage the 
patient.   However, distinguishing these core attributes is only a start.  They may be adapted or 
expanded in time or context.  The inductive approach used here sought to avoid preconceived 
expectations in the analysis and attempted to create the foundation or “state of the art” for the 
concept as prescribed by Rogers.  The results demonstrated that patient engagement exists within 
a network of related concepts that are also evolving.  It is hoped that the results may provide 
some foundational clarity and serve as the heuristic with which further development of the 
concept may occur, both in terms of operational variables, or further qualitative exploration of 
the meaning of the attributes and themes discussed here for different patient populations.   The 
neomodern understanding of the concept recognizes the importance of objective measurable 
outcomes of patient engagement strategies along with the individual and contextual perspectives 
on experiences of care through meaningful patient engagement.  The theory, policy and practice 





attention, especially in light of the increasing reliance on health information technology as an 
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